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Abstract

This study aims to evaluate a group of people with schizophrenia undergoing outpatient
treatment and who participate in a mutual support intervention, compared to another group
of people with the same diagnosis, but attending only the usual outpatient treatment. This
is a prospective study, with two measurements between six months. The mutual support
group was initially composed of 16 people and the treatment as usual group was com-
posed of 15 people. Clinical (medication adherence and functioning) and Recovery (hope,
well-being, recovery and internalized stigma) outcomes were assessed. Nonparametric
tests were used to verify differences in measurements between groups and between two
moments. A higher level of internalized stigma and a decrease in the adherence to drug
treatment in the treatment as usual group were verified. When comparing the pre-post dif-
ference between groups, there was a greater increase in adherence to drug treatment in
the mutual support group. Our data point to more favorable results in the mutual support
group, showing that ongoing participation in these groups is an important tool for the
recovery process and for the treatment itself.
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Introduction

Recovery process in severe mental disorders has been central to mental health policies,
especially in English-speaking countries [28, 30]. Recovery has been defined as a per-
sonal and relational process, of rediscovering a new sense of identity, self-determination
and personal empowerment to live, participate and contribute to the community [1]. Stud-
ies and literature reviews have pointed out that recovery can occur through five main pro-
cesses, gathered in the acronym CHIME: connection with others, hope and optimism for
the future, development of an identity beyond the disease, meaning and purpose in life, and
empowerment [15]. Although the recovery process is individual and can occur regardless
of treatment, care practices and health services can build a context that supports it. These
practices seek to promote hope, autonomy and self-determination, supported by collabora-
tive relationships and partnerships between professionals and users [14].

One of the main recovery-oriented practices is peer support. In this type of intervention,
people diagnosed with a mental disorder, called peers, share, in a systematic and stand-
ardized way or not, their lived experiences and strategies for illness coping and manage-
ment with other people in the same situation. In the literature, peer interventions have been
usually divided into three main types: (1) Mutual support groups, where relationships are
considered to be mutually reciprocal, even in the case in which some of the participants are
viewed as more qualified or experienced than others; (2) Peer support services, in which
support is mainly unidirectional, with at least one clearly defined peer, supporting one or
more program participants, divided or added to the standard care available at the mental
health service; (3) Mental health workers or peer service providers, mainly consisted of
persons who have been users of mental health services, currently employed as members of
professional teams and providing standard care by a service [4, 10, 17].

In recent years, a growing number of studies have evaluated the impact of peer support
interventions. The effects on clinical variables, such as hospitalization rates and symptoms,
have shown significant heterogeneity in the structure and typology of the interventions, in
addition to several methodological limitations. On the other hand, the effects on recovery
measures, including hope and empowerment, consistently points to positive impacts, in the
short and medium term [4, 16]. However, most of these studies in recent years have focused
on peer support services and interventions offered by peer workers, using structured and
manualized activities. A smaller part of them is focused on mutual support groups, which
usually consist of unstructured meetings and focused only on developing links between
their participants [16, 19]. They can be defined as groups in which their participants share
the same problem, meet regularly, exchanging information, receiving and offering support
to each other [16, 22]. This type of group is based on what occurs naturally among people
with mental health problems, with the proposal of promoting realistic hope, sharing experi-
ences and exchanging coping strategies in problematic situations of daily life. [31].

Although mutual support groups play a secondary role in current developments in
research on peer intervention, these groups are the most common and traditional ones in the
mental health field [13, 22]. Previous research indicate that these groups may have effects
equivalent to group interventions offered by professionals regarding clinical and well-being
outcomes, despite a lack of methodological rigor [13, 22, 31]. Mutual support groups are
usually offered and organized through associations or Non-Governmental Organizations
(NGO), aimed at family members and people with specific serious mental disorders [13].
The participants of these groups also attend outpatient psychiatric treatment, and the group
ends up being an informal complement to their treatment. Many people participate in these
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groups for long periods, in which studies investigating the real contribution and benefits
in continuing to participate in mutual support groups as a complement to outpatient treat-
ment are scarce. Thus, this study seeks to fill this gap, evaluating a group of people with
schizophrenia attending outpatient psychiatric treatment, and have also been participating
for some time in a mutual support group of an NGO (serving family members and people
with schizophrenia), compared to another group of people with the same diagnosis, who
only attend the treatment as usual.

Methods

This is a prospective study with two measures between six months, which evaluated ongo-
ing interventions, offered independently from the research.

Participants

This study comprised a non-probabilistic sample of people with schizophrenia spectrum
disorders. People of both sexes, over 18 years old, who were in outpatient psychiatric care,
with regular use of medication at the time of the research, diagnosis of schizophrenia, schi-
zotypical disorders and other delusional disorders (F20-F29, according to the International
Classification of Diseases—ICD-10), certified by a public or private mental health ser-
vice, and that had cognitive ability to understand and participate in the data collection, as
assessed by the interviewer, were included in the study.

Study participants were recruited from two different groups. One of them worked as a
treatment as usual group and was formed by people treated in a university outpatient psy-
chiatric service and taking medication. This group was formed by a convenience sample
comprised by 15 people, appointed by a service professional to participate in the study. The
other group originally included all 17 people who, in addition to the standard outpatient
treatment, participated in a mutual support group, carried out by a NGO managed by peo-
ple with schizophrenia, their families and friends. However, one of them did not accept to
participate in the study and the remaining 16 were included in the study.

Interventions
Treatment as Usual Group

Psychiatric consultations were held at a university service that offers specialized and mul-
tidisciplinary outpatient treatment for people with schizophrenia spectrum disorders. This
service claims to value an open dialogue between patients, family members and the mul-
tidisciplinary team. At the beginning of each consultation, the professional seeks to assess
the patient’s mental state, receiving complaints from the patient and the family, as well
as actively asking about psychiatric symptoms. Social, routine and lifestyle aspects are
also evaluated. The environment also allows a screening of non-psychiatric clinical issues,
which receive appropriate guidance.

The provision of psychoeducation on the disease and treatment is another component
of assistance. The frequency and duration of psychiatric care vary according to the needs
of each patient. Usually, consultations take place at intervals of 30 days, which can be
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anticipated, in case of clinical worsening or other risky situation, or postponed, in case of
stability. The duration of each consultation, on average, is between 30 and 60 min, depend-
ing on patient’s clinical status.

Mutual Support Group

The mutual support group was started in May 2005. Initially, this group proposed to make
visits to the homes of people with schizophrenia, who were confined at home, to get them
out of this morbid condition of isolation and reintegrate them socially. Subsequently, it was
concluded that this service format was not the most appropriate, since it would be little
productive, expensive and with doubtful effectiveness. Thus, it was concluded that the most
practical and feasible way to achieve this objective would be to promote weekly meetings,
in sessions that last initially, at most, an hour. The mutual support group accepts anyone
under psychiatric care, whatever it may be. The only requirement is that they are diagnosed
with schizophrenia or schizoaffective disorder, associated with the NGO and clinically sta-
bilized. In addition to participating in the mutual support group, all members also attend
usual psychiatric outpatient treatments, including medication use, whether from the public
network or even by private professionals. The group was initially coordinated by two men-
tal health professionals and had two or peers as facilitators. Over the years, the group has
grown, and, at the request of the participants, the duration has increased to 1:30 h.

With the advances in technology, a parallel online group was created through a social
network (WhatsApp), with a user as moderator, which aggregates all participants. In this
virtual discussion forum, people, just as they did in the face-to-face activities of the mutual
support group, exchange information and interact with each other, exchanging life experi-
ences and eventual difficulties they face daily. It is worth mentioning that, over time, the
format of the mutual support group was changing and evolving, and in 2016, the group’s
coordination was transferred from a mental health professional to one of the facilitator’s
peers.

As already mentioned, the mutual support group does not have a therapy or self-help
format, being a group of mutual support, and the meetings are free, with no pre-defined
themes or guidelines. Each participant simply poses a topic, spontaneously, and this is
discussed by the group, with a moderator’s management, seeking to give voice to all the
demands of each participant. Therefore, the group consists of an opportunity for its partici-
pants to socialize, to have an experience with other people with the same psychiatric diag-
nosis, who know the daily difficulties. Over time, the group also started to organize itself
through a genuine friendship network, external meetings in parks, malls, cinema, food
meetings, and celebrations, which have become traditions such as birthdays and Christmas
at the end of the year. It should be noted that at the last meeting of each month, a frater-
nization between participants was established in the last half hour. In this way, there is a
regular social interaction between the participants beyond the regular meeting.

Outcomes
The following clinical and recovery outcomes were used:
Clinical outcomes

For the evaluation of functioning, the Social and Personal Performance Scale (PSP) was
used, which was applied by two psychiatrists through individual interviews. All other
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instruments were applied collectively in each group and filled by the participants them-
selves. The PSP Scale is scored in four main areas, namely: A. Socially useful activities,
including work and study; B. Personal and social relationships; C. Self-care; D. Incon-
venient and aggressive behaviors. Each area has its own definition of the severity levels
and the final score of the instrument is given by means of a decimal score, which ranges
from O to 100, and another final score, which indicates the final number / index of this
assessment [6, 21].

Adherence to drug treatment was assessed using the Brazilian version of the Medication
Adheration Rating Scale—MARS-BR [20, 29]. Ten questions are asked about how the
research participant takes his psychiatric drugs and what they think about them, each
with two options (Yes / No). The higher the score, the greater the level of adherence.

Recovery outcomes

Four measures related to recovery were evaluated, all using instruments in their version
adapted to the Brazilian context: hope, well-being, recovery and internalized stigma.
The level of hope was measured using the Herth Hope Scale—EEH (Herth Hope Index),
consisting of 12 items. [2]. Well-being was measured using the World Health Organiza-
tion Well-Being Index (WHO-5), in which participants answer five questions related
to the general level of well-being [3, 11]. The recovery process was assessed using the
Brazilian version of the Recovery Assessment Scale (RAS-BR)—brief version, with 24
items, which is the most used instrument internationally to assess this variable [8, 27].
Internalized stigma was assessed using the Brazilian version of the Internalized Stigma
in Mental Illness scale (ISMI-BR), which is a questionnaire consisting of 29 items [24,
25].

Procedures

Participants meeting the study inclusion criteria were contacted and invited to participate
voluntarily, being informed about the purpose and content of the research. Upon participa-
tion acceptance, they signed an informed consent form. The first application of the assess-
ment instruments and interviews with psychiatrists took place between August and Sep-
tember 2019. All participants in both groups were already participating in their respective
evaluated interventions, both the mutual support and treatment as usual groups. It is worth
mentioning that, at the time of the first assessment, the participants in the mutual support
group were restarting meetings in the second half of the year, after a brief interruption
regarding the winter vacation period (July). The second evaluations and interviews with
psychiatrists took place six months after the beginning of the first collection, between Feb-
ruary and March 2020.

Data Analysis

Data were analyzed using the Statistical Package for Social Sciences (SPSS) for Win-
dows, version 21. The first analyses were descriptive, with calculations of means, stand-
ard deviations and percentages, to verify the distribution of sociodemographic and
clinical variables, in addition to the scores of the outcome instruments used. For the
inferential analyses, non-parametric tests were chosen, given the small sample size. To
verify the difference in the scores of clinical measures and recovery between the mutual
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support group and the usual treatment group in the moments of pre and post-test, sepa-
rately, the Mann—Whitney test was used. This statistical test was also used to compare
the difference between the pre and post-test of the instrument scores between the mutual
support group and the usual treatment group. To verify the changes in these scores
between the pre and the post-test in each group, the Wilcoxon test was used. Finally,
Spearman’s correlation between the time of participation in the mutual support group
and the score of the instruments that showed some significant result in the other tests
was verified. In both tests, a significance level of p <0.05 was used.

Results

Out of the 31 participants initially recruited for the study, who responded to the pre-test,
only 28 completed data collection in the post-test. In the mutual support group, one
participant gave up his participation in the study, due to lack of interest in continuing
the research, while in the treatment as usual group, one participant also refused to con-
tinue, due to a disagreement as to the time and place for the application of the instru-
ments, and another was not able to answer the questionnaires in the post-test, as he is
very functionally disorganized. The sociodemographic and clinical characteristics of the
participants are described in Table 1, for the total sample and for the two groups sepa-
rately. In total, there was most male participants (64.5%), single (90.3%), with an aver-
age education of 13.0 (3.4) years, with income (51.6%), living accompanied (87.1%)
and without children (87.1%). As for the clinical data, the mean age of onset and the
mean time of treatment were 23.2 (8.7) years and 15.8 (8.8) years, respectively. Most
received additional treatment to the psychiatric one (51.6%). There was a predominance
of oral medication (90.3%), taking the medication alone (93.3%), having previous psy-
chiatric hospitalization (64.5%), performing regular physical activity (70.0%) and with
an average outpatient treatment time of 12.2 (7.2) years.

As for the clinical and recovery outcomes, Table 2 shows the differences between the
mutual support and treatment as usual groups in the pre and post-test, separately, using
the Mann—Whitney test. There was no significant difference between the groups in the
pre-test in relation to any of the verified measures. In the post-test, only the ISMI scale
showed a significant difference between the groups, with a higher level of internalized
stigma in the treatment as usual group.

Table 3 shows the differences between the pre and post-test measurements for each
of the groups, using the Wilcoxon test. The only significant difference was found in the
usual treatment group, with respect to the MARS scale, in terms of a decrease in the
level of adherence to drug treatment.

Table 4 shows the comparison of the difference in the pre and post-test of the instru-
ment scores between both groups, according to the Mann—Whitney non-parametric
test. Only the MARS scale showed a significant difference from the pre to the post-test
between the groups during the study period, with a greater improvement in the level of
adherence to psychiatric medication in the mutual support group. The Spearman cor-
relation test was also used to assess the relationship between the time of participation in
the mutual support group and the difference between the pre- and post-test scores on the
MARS and ISMI scales, which were the only ones that showed any significant results
in the other analyses. This was done in order to verify whether this variable could work
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Table 2 Comparison of instrument scores between the mutual support group and the usual treatment group,
before and after the test, according to the Mann—Whitney non-parametric test

Phase Instrument Mutual support group Usual treatment P
Mean (standard Average posts Mean (standard Average posts
deviation) deviation)

Pre-test MARS 8.06 (1.73) 15.44 8.33 (1.63) 16.60 0.71

EEH 3.,94 (6.74) 17.31 35.60 (6.17) 14.60 0.40
WHO-5 55.75 (20.58) 16.16 54.40 (20.33) 15.83 0.92
RAS 94.25 (11.06) 17.28 90.67 (12.67) 14.63 0.42
ISMI 63.38 (13.17) 14.41 68.07 (13.39) 17.70 0.31
PSP 75.44 (13.73) 18.59 62.60 (16.49) 13.23 0.10
Post-test MARS 8.67 (1.34) 16.97 7.46 (1.90) 11.65 0.08
EEH 35.67 (5.18) 13.87 36.77 (6.65) 15.23 0.66
WHO-5 54.67 (21.73) 15.07 48.31 (23.35) 13.85 0.69
RAS 94.33 (12.17) 16.70 8800 (11.07) 11.96 0.13
ISMI 62.93 (11.29) 11.30 70.92 (11.32) 18.19 0.03*
PSP 73.40 (15.35) 1.,40 68.46 (1304) 13.46 0.53

MARS: Medication Adherence Rating Scale; EEH: Herth Hope Scale; WHO: World Health Organization
Welfare Index; RAS: Scale for Assessing the Ability to Overcome Patients with Schizophrenia; ISMI: Inter-
nalized Stigma Scale in Mental Disorder; PSP: Social and Personal Performance Scale

*p<0,05

Table 3 Comparison between the scores of the instruments evaluated between pre and post-test in the
mutual support group and usual treatment groups, according to the Wilcoxon nonparametric test

Group Instrument Pre-test/Mean Post-test/Mean Average Posts p
(standard devia-  (standard devia- ~~——
tion) tion) Positive  Negative
Mutual support group MARS 8.06 (1.73) 8.67 (1.34) 5.00 3.00 0.08
EEH 36.94 (6.74) 35.67 (5.18) 5.79 9.94 0.27
WHO-5 55.75 (20.58) 54.67 (21.73) 8.06 7.93 0.80
RAS 94.25 (11.06) 94.33 (12.17) 6.35 11.30 0.84
ISMI 63.38 (13.17) 62.93 (11.29) 11.50 5.67 0.61
PSP 75.44 (13.73) 73.40 (15.35) 6.00 6.00 0.18
Usual treatment MARS 8.33 (1.63) 7.46 (1.90) 4.50 5.06 0.02*
EEH 35.60 (6.17) 36.77 (6.65) 6.20 3.50 0.31
WHO-5 54.40 (20.33) 48.31 (23.35) 5.50 7.50 0.64
RAS 90.67 (12.67) 88.00 (11.07) 5.33 8.43 0.34
ISMI 68.07 (13.39) 70.92 (11.32) 7.57 5.00 0.27
PSP 62.60 (16.49) 68.46 (13.04) 6.44 8.25 0.38

MARS: Medication Adherence Rating Scale; EEH: Herth Hope Scale; WHO: World Health Organization
Welfare Index; RAS: Scale for Assessing the Ability to Overcome Patients with Schizophrenia; ISMI: Inter-
nalized Stigma Scale in Mental Disorder; PSP: Social and Personal Performance Scale

¥ p<0,05
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Table 4 Comparison of the difference in the pre and post-test of the instrument scores between the mutual
support group and the usual treatment group, according to the Mann—Whitney non-parametric test

Instrument Mutual support group Usual treatment P
Mean (standard Average posts Mean (standard Average posts
deviation) deviation)
MARS 0.60 18.37 -0.69 10.04 0.006
EEH -2.27 12.63 1.15 18.65 0.20
WHO-5 -2.67 15.30 -3.08 13.58 0.59
RAS -0.40 15.73 -1.61 13.08 0.41
ISMI 1.27 13.87 223 15.23 0.68
PSP -3.60 12.13 1.77 17.23 0.11

MARS: Medication Adherence Rating Scale; EEH: Herth Hope Scale; WHO: World Health Organization
Welfare Index; RAS: Scale for Assessing the Ability to Overcome Patients with Schizophrenia; ISMI: Inter-
nalized Stigma Scale in Mental Disorder; PSP: Social and Personal Performance Scale

" p<0,01

as a possible factor linked to these results, but there was no significant correlation for
either of the two variables.

Discussion

Many users participate in mutual support groups for long periods, without a clear definition
of the real benefit of continuing in participating in these groups, as a complement to outpa-
tient treatment. An assessment was made of a group of people with schizophrenia who are
undergoing outpatient treatment and have also been participating in a NGOs mutual sup-
port group for at least a month, which has had a tradition of serving family members and
people with this mental disorder since its foundation, in 2002, compared to another group
of people with the same diagnosis, but who only attend the usual outpatient treatment.

It was possible to verify from the results: a) a higher level of internalized stigma in the
treatment as usual group in the post-test, compared to the mutual support group; b) a signif-
icant decrease in the level of adherence to drug treatment in the treatment as usual group;
c) regarding the comparison of the pre-post change in the measures analyzed between the
groups, only adherence to drug treatment showed a significant difference, with a greater
increase in the mutual support group, compared to the treatment as usual group. Therefore,
although there is no significant improvement between the pre and post-test in the mutual
support group regarding clinical and recovery outcomes, the data point to a possibility of
more favorable results in this group.

These findings are compatible with those presented in effectiveness studies [4, 16]. As
in this study, the evidence is not very strong, but points only to a benefit of the peer groups,
which varies from small to moderate, mainly in the clinical variables and, in a greater pro-
portion, in outcomes related to recovery. A recent review suggests that more specific and
manual based peer support interventions tend to have more positive effects on clinical out-
comes, while more generic and less structured interventions, such as the mutual support
group, tend to have more heterogeneous outcomes [4].
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In this study, a clinical variable, represented by adherence to drug treatment, and a
recovery variable, internalized stigma, were the only ones that showed any significant dif-
ference. Adherence to medication seems to be a novelty pointed out by this study. However,
there is positive evidence of more specific and structured peer interventions and mutual
support on this outcome [5, 12, 18, 26], but not in the case of unstructured groups, as in
this study. In addition, it should be emphasized that this is not an effectiveness study, but a
six-month assessment of existing groups, in which all its components have been undergo-
ing outpatient treatment with medication for some time.

Regarding internalized stigma, there is evidence of positive effects on this outcome,
both from more structured interventions [7, 23] and from mutual support groups [9, 31].
However, none of the investigated measures showed a significant difference between the
groups in the pre-test, which may indicate a lack of consistency in the results over time.
This may also have occurred because the study started in the period of resuming the activi-
ties by the mutual support and treatment as usual group (which occurs in a university ser-
vice) after a vacation break.

Another possible positive finding in favor of the mutual support group was that, since
the beginning of this research it presented data of less clinical vulnerability and better
sociodemographic condition, when compared to the people of the usual treatment. On the
other hand, this may also be something pre-existing regardless of the effects of participa-
tion in the mutual support group, since even with this difference, in the treatment as usual
group, only the most cognitively trained people accepted and were able to participate in the
research.

One of the main limitations of our study was the small sample size. Also, there may
have been a bias in the results due to data collection, since the application of scales and
questionnaires was done collectively, due to logistical conditions and the physical facili-
ties of the place for the interviews, with huge difficulty in getting an individualized time
schedule for each person. The fact that they are already existing interventions, the short
period of the study and the lack of an experimental research design do not allow us to
reach a conclusion about this. Finally, another limitation faced by the research was that
the study period was short, that is, only six months, and, thus, the next studies could take
a longer time.

Conclusions

Despite the modest results and the numerous limitations presented, the interpretation of
data from our study indicates that the mutual support group has been an important instru-
ment for socializing and reintegrating their participants into daily activities, touching and
promoting fundamental aspects and experiences in the recovery process, both clinical and
social.
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