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ABSTRACT

The aim of this study was to understand how family members of people with mental disorders conceive the performance of self-
help groups (SG). This qualitative study was conducted with eleven family members who participate in a SG of the Maringaense
Mental Health Association. Data were collected from April to June 2010 during group meetings, in an adjoining room, by means of
semi-structured interviews, which were then subjected to content analysis. Two categories emerged: “The group compensates for
deficiencies in care’, which points out deficiencies arising from the formal care services and the benefits of SG for family members and,
“|dealized care’, which reveals the expectations of the family in relation to mental health care. It was concluded that family members
would like activities of the SG to be incorporated by mental health care services and for family care to become a part of the care plan.
Descriptors: Nursing. Family. Mental health. Self-help groups.

RESUMO

0 objetivo foi compreender como os familiares de pessoas com transtorno mental concebem a atuagdo do grupo de autoajuda (GA).
Estudo de abordagem qualitativa realizado com onze familiares participantes de um GA da Associacdo Maringaense de Satide Mental.
Os dados foram coletados no perfodo de abril a junho de 2010, durante as reunides do grupo, em sala anexa, por meio de entrevistas
semiestruturadas e, em sequida, submetidos a andlise de contetido. Emergiram duas categorias: “0 grupo supre deficiéncias da assis-
téncia’, que aponta as lacunas dos servicos formais de assisténcia e os beneficios do GA para os familiares; e “0 cuidado idealizado’,
que revela a expectativa dos familiares em relagdo a aten¢do em satide mental. Conclui-se que os familiares almejam que as atividades
desenvolvidas pelo GA sejam incorporadas pelos servicos de assisténcia em satde mental e que o cuidado a familia passe a integrar
0 plano de assisténcia.

Descritores: Enfermagem. Familia. Sade mental. Grupos de autoajuda.

RESUMEN

El objetivo fue comprender cémo los familiares de las personas con trastorno mental conciben el desempefio del grupo de autoayuda
(GA). Estudio de enfoque cualitativo consumado con once familias participantes en un GA de Asociacion Maringaense de Salud
Mental. Los datos fueron recogidos entre abril y junio de 2010, durante las reuniones del grupo en sala anexa, a través de entrevistas
semiestructuradas y mas sometidos a analisis de contenido. Emergieron dos categorfas: “El grupo cumple deficiencias de la atencién’,
que sefiala las deficiencias derivadas de los servicios de atencién formales y beneficios de GA para los familiares y, “El cuidado ideali-
7ado’, que revela las expectativas de la familia en relacion con la atencién de salud en salud mental. Se concluye que la familia tiene
como objetivo las actividades desarrolladas por el GA se incorporan los servicios de atencion en salud mental y la de atencién a la
familia se convierte en parte del plan de atencidn.

Descriptores: Enfermerfa. Familia. Salud mental. Grupos de autoayuda.
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Bl INTRODUCTION

As a result of changes in mental health care in recent
decades, the families of people with mental disorders, pre-
viously excluded from the care provided for their family
member, are currently important protagonists of care, con-
sidering that many individuals treated in closed institutions
now live at home with their family members and carers on
a daily basis .

Consequently, it is necessary to promote the inclusion
of family members in mental health care, but in order to
do this, health professionals must be adequately prepared,
even to acknowledge the importance of family members
when providing care for these patients ?. Implementing
care in mental health is a challenge, considering that there
are not enough specialized services to efficiently support
the demand for care in this area®®. The delay in scheduling
a psychiatric consultation denounces this situation.

In spite of the importance of the role of family mem-
bers in care established in the psychiatric reform, families
do not always have access to enough information and do
not get the necessary support for care. This reveals the
need to develop and implement new care practices and
the effective establishment of networking “.

The mental health policy in force in Brazil is based on the
deinstitutionalization and strengthening of the psychoso-
cial care network (RAPS)®. The key points of out-of-hospital
care, substitutes of psychiatric hospitalization, are: In-Home
Therapy Services (IHT); Primary Healthcare Unit (UBS); Pri-
mary Care Teams; Mobile Consulting Rooms and Teams;
Community Centre; Family Health Support Centre (NASF);
Psychosocial Care Centre (CAPS)®. This policy establishes
the consonance and partnership with the National Primary
Care Policy and the appraisal of knowledge and specifici-
ties of the family @,

In this context, and with the purpose of jointly find-
ing solutions to collective problems, self-help or support
groups are created to help the family members of people
with mental disorders, based on the difficulties that arise
on a daily basis due to living with the disease and to their
need for information and guidelines ©.

They are a complement to the services offered and es-
tablished by the RAPS, as they constitute a space where
people can be helped to face change, crises, or even to
adapt to new situations ©. Generally, they are intended for
meetings with individuals with similar problems, eager to
develop a cohesive and supportive process”. The preven-
tive potential of these groups comes from the possibility of
people who are in similar situations ® to share their knowl-
edge and experiences .
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In light of this reality and the needs that arise during
the daily routines of mental health services, especially at
the out-of-hospital care units, exposed as a result of faults
in the effective rendering of the RAPS, and considering
the historical moment through which mental health care
is passing in Brazil 19, the following question emerges:
How do family members experience the support offered
by self-help groups (SG). To answer this question, and
considering that self-help group are an important strat-
egy for effectively providing care in consonance with the
objectives of the deinstitutionalization policy, the aim of
this study was to understand how the family members of
people with mental disorders conceive the performance
of self-help groups.

B METHODOLOGY

This descriptive, qualitative study was conducted in
Maringd-PR with eleven families of people with mental
disorders who frequented one of the self-help groups of
the Associacdo Maringaense de Saude Mental (AMSM)
- a philanthropic mental health association that aims to
promoted improvements in care and treatment of peo-
ple with mental suffering and provide guidelines and
support for their family members. It also aims to minimize
bias, stigma and exclusion, ensure human and civil rights
and prevent unnecessary internments. This association is
voluntarily coordinated by mental health care profession-
als and the family members of patients. It is also respect-
ed by different sectors involved with mental health in the
municipality, and has a representative in the municipal
health council.

For data collection, five self-help groups operating in
different regions of the city and three social inclusion and
income generation projects operating in the association’s
main building were selected. Group meetings were held
weekly, during which members discussed several aspects
of mental disorders, according to demands of the partic-
ipants, for 90 minutes. The groups are open to everyone
and generally gathered in church halls in the evening. In
addition to family members and sufferers, scholars of vari-
ous healthcare programmes participated in the meetings,
especially in the fields of nursing and psychology.

Data were collected from April to June 2010 by means
of semi-structured interviews, which were recorded and
subsequently fully transcribed. Interview were, on average,
50 minutes long, held on meeting days in an adjoining
room. Only family members of people with schizophre-
nia and bipolar affective disorder were selected, as theses
disorders are more serious and demand greater attention.
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These family members were invited to participate in the
study when they attended the meetings and, if they
agreed, were asked whether they preferred to have the in-
terview during or after the meeting.

The statements were subjected to thematic content
analysis based on the three proposed stages'”. The tran-
scripts were successively read and the parts of interest
were highlighted, after which data were organized into
categories. The final step was coding and inference based
on the collected data‘".

This study complied with the precepts of Resolution
466/2012 of the National Health Council and its project
was approved by the Ethics Committee of the signatory
institution (Decision 218/2009). All participants signed two
copies of an informed consent statement. To protect their
identities, the names of flowers were used to distinguish
families, and the position of the member in relation to the
patient.

Il RESULTS AND DISCUSSION

Participants of the study were three mothers, two fa-
thers, three sisters, one son, one grandfather and one
grandmother who have lived with sufferers of a mental
disorder from 3 to 16 years and have participated in the
AMSM from 1 to 5 years, being that Acacia-father was one
of its creators.

After successive readings of the statements, two the-
matic categories emerged, which are described below.

The group compensates for deficiencies in care

This category reveals the deficiencies in care provid-
ed at the different assistance points that form the RAPS
and the benefits of support groups for family members.
Normally, once a mental disorder is diagnosed, the pa-
tient is prescribed psychotropic medication and regular
therapy is recommended. This, however, is evaluated by
family members as being below their expectations of a
medical consultation, as family members are not correctly
oriented on how to relate to the sufferer, and access to
more information on the disease is chiefly the result of an
isolated search and not of the support of a formal mental
health system.

[..] Only the people at the association give us any orien-
tations, the only place where that is done is at the asso-
ciation, if you discover it even exists, that is. You consult a
doctor and he never says, “Look, there’s this association in
such-and-such a place, go there and they'll give you some

quidelines’ there’s none of that! That work doesn't exist.
(Margarita-sister)

[..] We only found about this place at the church, after
mass. (Fuchsia-grandmother)

There must be lots of cases of mental disorders, but not
that many people come to the association. (Acacia-father)

These statements show that, in addition to profession-
als not correctly orienting family members on the disease,
they do not indicate locations where these orientations
can be obtained. Acacia-father, for example, realized that
the low number of frequenters at the SG is the result of a
lack of communication between the services of the men-
tal health network and between healthcare professionals
and the families. Generally, the existence of these groups
is advertised in local churches or on posters at the Primary
Care Units, showing that emphasis on drug treatment still
prevails, with little interest and information on substitute
services.

This was also observed in integrative revision study 1
on nursing practices for people with schizophrenia. In gen-
eral, doctors that work in Primary Care do not feel quali-
fied enough to adequately deal with mental health cases,
and even recognize the limitation of diagnosing and, con-
sequently, prescribing psychotropic drugs and/or make
adjustments to treatment "2, In this context, the AMSM
emerges as a location were family members find support
to take better care of sufferers.

[..] “there isn't much | can do, | prescribe the medication,
but he has to help himself. | am only here to medicate,
there is not much more | can do” That was the doctor’s an-
swer. | got so mad with her for saying that! They have to
assist the family. | don't know if they don't make enough
money and think they don't have to do much for us, or if
they just don't respect us. (Dahlia-mother)

When family members do not find the support they
need to adequately deal with the situations that result
from the disorder at the healthcare services, they seek help
at the SG, that tries to compensate for the deficiencies of
the RAPS services. These deficiencies are the results of high
demand, but also of the attitude of some professionals, as
shown in the statements of Dahlia-mother.

The absence of a care network for families jeopar-
dizes the care provided to sufferers of mental disorders,
the families involved in care and the family as a whole.
In fact, the lack of appropriate space where they can
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discuss and reflect on their everyday lives with these
sufferers prevents family members from perceiving the
possibility of improvement or alternatives to ensure au-
tonomy of the sufferer. This eventually creates an even
greater burden, especially for those who are directly in-
volved with the daily routines, and forces them to point
out strategies that can help them deal with aspects re-
lated to the disorder.

[..] At the association, as they are already doing, or pro-
fessionals of the health secretariat, should gather family
members and provide targeted training. Then the person
with the mental disorder becomes aware of the problem.
(Acacia-father)

The lack of training of family members and carers in
relation to crisis management, and the importance of
groups such as those of the AMSM has been pointed out
in another study?. It is true that these periodic and pro-
grammed health education groups or open psycho-ed-
ucational groups that provide training on mental health
can provide these families with appropriate information
on the disease, prognosis and management, and a space
for them to express their feelings resulting from the sub-
jective and objective incumbencies of living with these
patients ©,

In this sense, statements of family members revealed
that the objective of the association of promoting a better
quality of life of carers and sufferers through support, infor-
mation and the possibility of sharing experiences has been
achieved. These activities enable the discussion and search
for a solution to common problems, and allow families to
increase their capacity and ability to provide care. Without
this support, family members would feel helpless and con-
fused with the perspective of taking care of a sufferer and
without hope for a cure.

[..]1came to get help, support and information here at the
association meetings. It was here that | started to under-
stand lots of things. They gave me lots of support, and they
really helped a lot. (Dahlia-mother)

[..] | see that, at the association, family support comes
first. | go to the meetings and see that the people who
seek help are being very well attended. (Chrysanthe-
mum-grandfather)

A study on the burden of families who live with suf-

ferers of mental disorders ", showed the importance of
families in the support groups so they can get information

32 Rev Gatcha Enferm. 2014 set;35(3):29-35.

on behaviour, symptomatology and treatment of the ill-
ness, and receive orientations on the use of psychotropic
drugs and their side effects. This study also emphasized
the importance of home visits as a strategy for healthcare
professionals to get to know the family’s reality, and sub-
sequently provide the right orientations, allowing families
to feel more confident and capable of acting correctly in
relation to symptoms presented by the person with mental
suffering ™,

This would imply having a new care logic for people
with mental disorders, one in which the family is not mere-
ly included in the care plan, but also included in the fo-
cus of care. Acknowledging the importance of families in
mental health care leads to the creation of actions that al-
low families to actually provide care. This, however, implies
assistance based on the needs of each family, considering
its uniqueness and reality U, which is still distant from our
reality.

[...] For the family, there is no assistance! If it weren't for the
association, there would be no direct quidelines for fam-
ilies. [...] But, a guided programme from doctors or even
from the government, | don't see anything that guided!
(Begonia-mother)

[.JOnly the people at the association give us any guide-
lines! (Acacia-mother)

[..] Only the people at the association tell us how to take
care of my brother. During the consultations, they don't tell
us anything. (Hydrangea-sister)

It could be possible that the actual supply of specific
guidelines is impaired by the large demand of patients
who require care. In the municipality of this study, the wait
for a specialized consultation can exceed twelve months
because the number of psychiatrist in the public system
is small. This hinders participation of these professionals
in educational activities, but does not exempt them from
the responsibility of providing guidelines on the various
aspects of the disease during individual consultations.

In this context marked by assistance-based deficien-
cies, support groups for family members try to meet the
needs of most families who live with sufferers of mental
disorders.

Participants of this study stated that the support group
was essential to consolidate effective care to people with
mental disorders and their families in the paradigm of dein-
stitutionalization. The only mentioned actions of the men-
tal health network were medical consultations and free
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medication, which reveals care that exclusively focuses on
the patient, with a curative approach. Statements showed
that, although families deserve attention in the context of
deinstitutionalization, they do not get attention and are
not even considered during assistance.

In this sense, the RAPS should promote the strengthen-
ing of relationships in the social environments and several
possibilities of social exchange for people with mental dis-
orders and their family members. These services can favour
a sense of being of patients beyond the family or home
environment, extended to several social spaces, which can
contribute to a rehabilitation and social inclusion process
of subjects with mental suffering ©.

Idealized care

For the participants of this study, approaching the fam-
ily with appropriate guidelines should be given priority,
considering that the lack of orientation is perceived as a
huge problem for the family from the moment the disease
is diagnosed.

[...] people find out they have a person with a mental dis-
ease in their families and the doctors should offer some
orientation, training, a meeting, to specifically train the
family, to explain the disease, to refer patients. It has to be
direct so families can become aware of the real situation of
the sufferer. (Acacia-father)

The importance of differentiated and singular follow-up
was also mentioned.

[...] | think that the ideal support is visiting the family.
That is differentiated care. They could even call to know
what the situation at home is. That's useful to not lose
that link with the patient. It's not just a matter of go-
ing there and that’s it. Psychotherapy and that’s it. They
should dedicate a little more time and attention to the
case. (Daisy-father)

Obviously, knowing the situation in which the fami-
ly is inserted allows care that recognizes the possibilities
and needs of each member and enables them to con-
front the situation and adapt their lives in relation to the
disorder 7.

In this context, nurses who acknowledge the charac-
teristics of people with mental disorders and their fami-
lies can provide care that is closer to their needs, using a
wide range of intervention instruments, such as: listening,
empathy, reception, bonding, shared responsibility and

support array (integration of different knowledge areas
in all levels of care). This way, it is possible to build a sin-
gular therapeutic project with intervention proposals to
provide specific care for each individual, resulting in the
effective establishment of a care network ® that can meet
the demands and needs mentioned by the families, and
reduce unnecessary referrals and waiting time for special-
ized consultations.

For the family, which is the foundation of human re-
lationships, the fact of having a member with a mental
disorder causes, on both sides, a critical experience that
profoundly affects the lives of everyone that is directly in-
volved. Consequently, healthcare professionals should re-
flect on their interventions with these patients and their
family members and identify their real needs®, mentioned
by Fuchsia-grandfather and Acacia-father, who even pro-
posed strengthening the support group as a way to extend
the network of substitute services.

[..] when you go there for the consultation, | am always
with him and say how he’s doing, but | don't get any orien-
tations on the treatment. They just tell me not to miss the
appointment. (Fuchsia-grandfather)

[..]ifyou have a family member with a mental disorder, the
consultation and the medication are not enough [...Jfam-
ily awareness is also necessary. But there isn't any of that,
yet. The healthcare professional has to be trained to create
that awareness and orient the family. (Acacia-father)

It should be noted that when talking about expecta-
tions, Tulip-sister suggested a service that already exists in
the mental health care network and is offered at the CAPS,
which reveals a lack of knowledge on available services, the
probable deficiency in communication between network
services, and the lack of orientation on behalf of healthcare
professionals.

[..]it's tough to get, but there should be a service that offers
lots of activities for the sufferer [...]. That would be great.
(Tulip-sister)

Psychiatric internment was mentioned as a service that,
albeit necessary and effective in certain situations, disinte-
grates the family bond. Jasmine-son and Hydrangea-sister
showed they knew the importance of sufferers being with
the family to improve prognosis of the disease.

[..] | think that psychiatric internment wouldn't be a
good option, because he loses that bond with his family,
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he stays there for a long time and then seems distant at
home. (Jasmine-son)

[..] when he comes back, after being interned, he’s appre-
hensive and loses that intimacy. He must think we do it to
punish him. (Hydrangea-sister)

People with mental disorders should not be separated
from the family context and, considering its relevance, the
family should be a resource to promote comfort and for
the patient to acquire confidence and consequently invest
in his or her recovery ¥,

In the model of psychosocial rehabilitation, the purpose
of treatment is to increase patient autonomy. For this rea-
son, the family institution is perceived as fundamental and
family involvement is considered extremely beneficial®.
This model consequently promotes treatment in which the
family is valued, orientated and effectively participates in
the promoted actions.

B FINAL CONSIDERATION

The conception of family members who participated in
this study on the performance of self-help groups is positive
because they represent a location where they find support
and help to take better care of their family member with
a mental disorder. Participants also perceived the lack of
preparation of many healthcare professionals in relation to
providing guidelines and even of managing mental health
cases. The need for information and orientations was men-
tioned as one of the factors that make the self-help group
essential for frequenters, as they manage to compensate
the lack of assistance of healthcare professionals, who do
not provide the desirable or necessary support.

It should be noted that even the fact that there were
not many participants in the self-help groups was inter-
preted as being the result of a lack of knowledge and infor-
mation on the services offered by the association, and of
deficiencies in communication of healthcare professionals
with families and within the actual mental health care ser-
vices network.

It is believed that interventions that seek to favour the
physical and mental health of the family members of pa-
tients with mental disorders, especially those who share
the daily care routine, are very important because they
closely confront adversities and burdens of the disease and
its treatment. These interventions, however, need to be the
focus of investigations so that their results can promote
their improvement and simultaneously favour their incor-
poration in the daily routines of care practices.
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Expectations related to care for people with mental
disorders are thought to be a concrete contribution of the
study insofar as they target possible paths and strategies to
be used for this purpose. The conduction of new studies on
a larger and more diversified number of individuals is sug-
gested, considering that the number of participants and
the fact that they were all from the same support groups
were the limitations of this studly.
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