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ABSTRACT

Objective: to understanding the reasons why members of a Mutual Help Group for family caregivers of older adults with Dementia
participate in it and to identify the difficulties and benefits of such participation.

Method: a qualitative exploratory descriptive study with data collected through observation and interviews with nine family caregivers,
five family volunteers and five health professionals from the group. Data analysis involved content analysis and theoretical support of
the Cultural Care Theory.

Results: the respondents pointed out their reasons for seeking the group and the benefits they perceived from participating in it. However,

difficulties to participate continuously in the group faced by both family caregivers and volunteers were also evidenced. Nontheless, all
of them valued the possibility of being part of this group.

Conclusion: the Mutual Help Group has proven to be an important supportive strategy for family caregivers of older adults with dementia,
however, much remains to be done in order to make this strategy feasible for all families. Among the difficulties identified for maintaining
the group are voluntary work and a way to attract more people to this work.

DESCRIPTORS: Self-help groups. Nursing. Dementia. Caregivers. Volunteers.

GRUPO DE AJUDA MUTUA A FAMILIARES DE PESSOAS IDOSAS COM
DEMENCIA: DESVELANDO PERSPECTIVAS

RESUMO

Objetivo: compreender os motivos pelos quais os integrantes de um Grupo de Ajuda Mttua a cuidadores familiares de pessoas idosas
com Deméncias participam do mesmo e identificar as dificuldades e os beneficios dessa participagao.

Meétodo: pesquisa qualitativa exploratéria descritiva, cujos dados foram coletados por meio de observagéo e entrevistas com nove cuidadores
familiares, cinco familiares voluntarios e cinco profissionais da satide integrantes deste grupo. A analise dos dados envolveu a andlise de
contetdo e suporte tedrico da Teoria do Cuidado Cultural.

Resultados: os informantes apontaram os motivos para buscar o grupo e os beneficios que percebiam a partir de sua participacao no
mesmo. No entanto, as dificuldades para participar continuamente do grupo, enfrentadas tanto pelos cuidadores familiares como pelos
voluntarios, também foram evidenciadas. Porém todos eles valorizaram a possibilidade de fazer parte desse grupo.

Conclusao: o Grupo de Ajuda Mttua revelou-se uma importante estratégia de suporte para cuidadores familiares de idosos com deméncia,
no entanto, muito ainda ha para ser feito a fim de tornar essa estratégia vidvel a todas as familias. Entre as dificuldades apontadas para
manutencao do grupo é o trabalho voluntario e a forma de atrair mais pessoas para esse trabalho.

DESCRITORES: Grupos de autoajuda. Enfermagem. Deméncias. Cuidadores. Voluntarios.

Texto Contexto Enferm, 2017; 26(2):e00310016



Pires FRO, Santos SMA, Mello ALSF, Silva KM 2/9

GRUPO DE AYUDA MUTUA A FAMILIARES DE ADULTOS MAYORES CON
DEMENCIA: REVELANDO PERSPECTIVAS

RESUMEN

Objetivo: comprender los motivos por los cuales los integrantes de un Grupo de Ayuda Mutua a cuidadores familiares de adultos mayores
con demencia participan del mismo e identificar las dificultades y los beneficios de esta participacion.

Meétodos: investigacion cualitativa, exploratoria y descriptiva, cuyos datos fueron recolectados por medio de observacién y entrevistas
con nueve cuidadores familiares, cinco familiares voluntarios y cinco profesionales de salud integrantes de este grupo. El analisis de los
datos envolvi6 el andlisis de contenido y el soporte tedrico surgié de la Teoria del Cuidado Cultural.

Resultados: los informantes apuntaron los motivos para buscar el grupo y los beneficios que percibian a partir de su participacion en el
mismo. Sin embargo, las dificultades para participar continuamente tanto por los cuidadores familiares como por los voluntarios, también
fueron evidenciadas. Ademads, todos ellos valorizaron la posibilidad de formar parte del grupo.

Conclusion: el grupo de ayuda mutua revel6é una importante estrategia de soporte para los cuidadores familiares de adultos mayores con
demencia, sin embargo, hay mucho que hacer aun para tornar esta estrategia viable para todas las familias. Entre las dificultades apuntadas

para el mantenimiento del grupo es el trabajo voluntario y la forma de atraer méas personas para este trabajo.
DESCRIPTORES: Grupos de autoayuda. Enfermeria. Demencia. Cuidadores. Voluntarios.

INTRODUCTION

Mutual Help Groups (MHGs) are made up of
people who share similar life problems such as the
traumatic events of chronic, disabling and disabling
diseases. In these groups, people who experience
the same experiences develop an ability to listen
attentively and with interest, they exercise a capac-
ity for mutual help, they seek knowledge about
their health problem, and they develop a sense of
belonging. Participating in such groups is important
for strengthening the members’ self-esteem and self-
confidence, as well as reducing isolation by favor-
ing social insertion and coexistence with a chronic
condition. Each group has their own characteristics
of structure, interaction, union, social identity and
objectives which form the individual patterns and
values of the group.'?

The long time of use of MHG care technology
can be highlighted, especially by nurses who, along
with the multidisciplinary team, provide care for
dependents and their family members, becoming a
strategy for family (re)organization.**

Studies have revealed significant effects of
MHGs on family caregivers” knowledge, skills and
well-being, as well as relief from burnout/over-
load, and although their effectiveness is inferior to
multicomponent training, it is still an effective and
low-cost intervention.>®

It is important to pay attention to the health
not only of the person affected by dementia, but
also of their family caregivers. In the context of car-
ing for relatives of people with dementia, there are
already different interventions such as case coun-
seling/management, psychoeducational groups,
psychotherapeutic approaches, multicomponent
approaches and MHGs.”

Although the MHG is portrayed as an impor-
tant methodology for caring for the families of older
adults with dementia, the literature points out that
the number of family members seeking this care
fluctuates from one encounter to another.®

These concerns are reflected in Madeleine Le-
ininger’s Theory of Cultural Care, and gaverise to the
following research question: what are the motives/
reasons, benefits and difficulties uncovered in this
cultural context of care that lead family members of
older adults with dementia to be part of this group?

Thus, the purpose of this article is to under-
stand the reasons why the members of an MHG for
family caregivers of older adults with dementia,
from the municipality of Florian6polis-SC, partici-
pate in it and identify the difficulties and benefits
of this participation.

METHOD

The present study adopted a qualitative,
exploratory-descriptive approach. The place chosen
to carry out the research was a MHG for families
caring for older adults with Alzheimer’s Disease
and/or similar diseases in the municipality of
Florianopolis-SC.

MHG was created in 1994, and since 2004 it
has been formally recognized as the Brazilian Re-
gional Association of Alzheimer’s in Santa Catarina
(ABRAZ-SC). Through this partnership, the support
work was extended to families caring for older adults
with dementia in the interior of the State, and at the
time of the study there were 10 Sub-regional ABRAZ-
SC that attended about 1,500 families a month.’

Nineteen (19) people, including nine family
caregivers, five family volunteers and five profes-
sionals who contribute to the development of the
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Group’s activities participated in this study. The
difference between caregiver-relatives and family
volunteers is in the form of participation in the
group. Family caregivers are those who are in the
group to learn how to deal with the present care
situation in dementia. On the other hand, the family
volunteer is in the group to assist in its operation and
to share experiences of when they were responsible
for caring for a family member with dementia.

The selection of family caregiver participants
was intentional and followed the following inclu-
sion criteria: having at least three months of partici-
pation in the Group and minimum age of 18 years.
For professionals and volunteers, the inclusion
criteria was a minimum age of 18 years and having
at least one year working experience in the Group.

Data collection took place between September
and December 2014 through techniques of non-
participant observation of four MHG meetings and
individual semi-structured interviews with each of
the respondents.

During the meetings, the following were
perceived: developed expressions and actions, the
place description, the participants” postures, and
the topics discussed, in addition to any information,
characteristics, phenomena or events that had any
explicit or implicit meaning related to the purpose of
the study. These observations served as a guideline
to the researcher both during the interview script
formulation and in describing the research results,
helping her return to the collection moment and to
relive the experience in the search for meanings.

After completing the observation phase, the
researcher scheduled the date, time and place of
preference of each participant to carry out the inter-
view, and most of the interviewees chose their own
homes. The interviews lasted from 45 to 60 minutes,
and followed a semi-structured script formulated by
the researcher according to observations made in the
Group and aligned with the Cultural Care Theory."

The interviews as well as the notes of the re-
searcher were transcribed onto a Microsoft Word®
program file for data organization. The data were
transferred to Atlas.ti® data organizer version 7.5.4,
creating a new hermeneutic unit."’ Respondents
were identified as family caregivers (FC), family
volunteers (FV) and professional volunteers (PV),
along with the number corresponding to the inser-
tion sequence in the program (FC1, FC2...FC9; FV1,
FV2..FV5;PV1, PV2..PV5). Field diaries were tran-
scribed as memos of the hermeneutical unit.

The steps recommended by content analysis
were used for data analysis,'> namely: pre-analysis;

material exploration; inference and understanding.
Three main thematic axes were reached at the end
of the analysis. However, only thematic axis 1 will
be presented in this article, which contemplated
motivations for participation in the MHG, along
with the difficulties and benefits of participation.

The research project was submitted to the Re-
search Ethics Committee of the Universidade Federal
de Santa Catarina and approved by Certificate of
Presentation for Ethical Appreciation (CAAE) under
no. 32996214.6.0000.0121. This study respected the
ethical precepts of voluntary participation, clarified
and consented under Resolution 466/12, which
governs research on human beings in Brazil. The
signing of the Free and Informed Consent Form
was requested by the researcher both in carrying
out observations in the Group’s meetings and for
the individual interviews.

RESULTS

Analysis of the collected data made it pos-
sible to understand the perspectives of the MHG
members for familiar caregivers of older adults with
dementia in Florian6polis, based on the thematic
axis Mutual Help Groups: unveiling perspectives.
Therefore, the following categories will be present-
ed: Reasons for seeking the group; Benefits of group
participation; Difficulties of getting involved in the
group; and Valuing being in the group.

Reasons for seeking the group

In this category, the members revealed what
led them to participate in the MHG, highlighting
their search for care knowledge, listening and shar-
ing experiences, helping others and performing
voluntary work as motivating factors, and can be
observed in the testimonials below:

[...] I came to the group seeking more knowledge
about the disease, the care, the anguish we feel without
having answers to the questions (FV4); I see that some-
times simple guidelines, which I deem simple, I share with
the families and it is as if it solved their lives. [...] now I
really feel that I'm helping people, I'm motivated (PV4).

In addition to these motivating factors, some
members of this research emphasized that partici-
pating in the group was a way of compensating for
what they could not do for a relative of their own,
a motivation not reported in previous studies, as
described in the following statements:

[...] at the time I could not do anything for her, it’s
as if [ had a debt ... but now I'm trying to do it for others,
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a feeling of retribution. [...] when I came to the group, she
had already died (FV5); the group was very important to
me because I needed the group, even to to alleviate some
my gquilt for not living closer [to him/her] [...] (PV1).

Benefits of group participation

The feeling of satisfaction in helping another
brought a sense of well-being, and at the same time
allowed family caregivers and volunteers to reflect
on their condition relative to other family members
in order to see their reality from a new perspective.
The prospect of not being the only one facing dif-
ficult situations and that care circumstances previ-
ously experienced by another and surpassed could
be somebody else’s challenge.

In addition to personal reflection on problems,
professional volunteers mentioned the recovery of
attentive and qualified listening as another benefit
of participation in the group, as exemplified by the
following excerpts:

today what helps me is this feeling of knowing
that I am helping other people just as I was helped, I feel
satisfied. [...] it’s a benefit, it gives me a feeling of well-
being (FV4).

Participating in the Group provided meaning-
ful knowledge about dementia, knowing how to
handle the older adult in this condition, strengthen-
ing the caregivers’ feelings about this situation, and
the importance of self-care.

MHG has helped me to understand the evolution
of knowledge regarding the disease and to strengthen our
feelings, even knowing when to be energetic and when to
give in ... the exchange of experiences ... all this I learned
there (FCS8).

The study group was defined as a therapeutic
space in the reports of some participants, and this
characteristic was attributed to it by the possibility
of free expression of emotions and feelings, with the
certainty of being understood and not judged by the
relation of trust and by the construction of true bonds
between members of the Group. We also emphasize
the welcoming, attentive and interested listening as
beneficial elements of the participation in the group,
as mentioned in the highlighted speeches:

I think the group works more as a therapy, after
we started participating (FC5); Although this is not the
proposal of a therapeutic group, many family members see
the support group as their therapy because their anxiety
is worked out (FV4).

Another aspect highlighted by relatives was
the possibility that they learned or improved strat-

egies in the MHG to facilitate managing family
members with dementia, as evidenced in the fol-
lowing statements:

[...] I used to insist/arque with her to go take a
shower, she would get irritated. I thought that this is not
right, now I don't insist anymore, I wait a while and I
try again. We learn as we go, I heard here in the group
that it was easier to do it this way (FC6).

Difficulties of getting involved in the group

When speaking about the group, the members
revealed situations that undermine their greater
involvement with it. Among the situations pointed
out by family caregivers was the change in the
health status of their relatives with dementia, such
as the occurrence of urinary infection, pneumonia
and falls. Moreover, they reported that they could
not leave their relatives with dementia alone, and
had other personal demands that made them pri-
oritize meeting their commitments. The difficulty of
dealing with the loss of a loved one to whom they
devoted so much time of care was also mentioned
as an obstacle for them to continue being involved
with the group.

I go there [to the MHG], but there are times when
I'm still not with my foot well on the ground [I don’t
feel like I'm totally there/present], I was accustomed
to having to deal with him [my spouse who had de-
mentia]. But [ want to go to the volunteer group. (FC1).

Volunteers revealed limiting situations to
volunteer work, such as management of the de-
mands of extra MHG activities, the small number
of volunteers to divide the tasks, the turnover of
volunteers, the need for experience and affinity
with the theme of “dementia” to mobilize and
retain new volunteers:

[...] we are looking for more members, encouraging
(people). We need to add more people to the group, and
it can’t be just anyone, it has to be someone who under-
stands a little, someone who really likes it, someone who
has the disposition (FV3).

The MHG members of the study pointed out
the lack of relationship outside the group space as
a difficulty. Some still reflect that this lack of rela-
tionship prevents them from knowing and helping
each other in greater depth in group meetings and
affirming a desire to overcome this barrier.

A few professionals reported that at the
beginning of the MHG, they used to visit family
caregivers, but currently, with the exception of a few
isolated visits, they only communicate through face-
book, as exemplified in the following statements:

Texto Contexto Enferm, 2017; 26(2):e00310016



Mutual help group for family members of older adults with dementia:... 5/9

[...] I have no friendship outside the group [with
MHG members] (FV3); I've had relationships with
people outside the group. I remember a time we used to
visit a lady of the group quite often. Currently, the group
no longer makes these visits. But I still keep in touch (with
her) on facebook to this date and with two other caregiv-
ers, a while ago I met her for coffee (PV1).

Valuing being in a group

Being in a group is recognized by the partici-
pants as a positive and differentiated experience in
caring for family members, a condition that allows
one to approach and recognize oneself in the situa-
tion of the other. This finding seems to amplify and
enhance the professional’s role in the health of the
family caregiver by opportunizing a space for dialogue
between the family and the professional, favoring to
report problems, difficulties and limitations in care for
him. The following lines give support in this category:

as much as literature says something, I still think
this practice here [MHG] is a thousand times better than
just reading. Paper has no feeling, it is theoretical. Litera-
ture speaks in a linear way, learning is different (FC2); I
went online and researched everything I could, but after
joining the group it all became clearer to me (FC7).

The satisfaction of belonging to MHG ap-
peared in reports that identified it as support in
the task of caring for an older adult with dementia.

The most important thing here [in the MHG] is
to not fail in giving care, support, an ear to the family
members. We can’t lose the focus of the support group,
(which lies) in the families (FV4).

Another value revealed in the cultural context
of the MHG was the feeling of commitment to the
group: the members value it as a work space in
helping caregivers.

[...] I'm always there [at the MHG] I like that. We
help those who need it most [the MHG]. It is not leisure, it
iswork, serving others, a humanitarian service (FV2); what
motivates us is the commitment that we [MHG] have, I see
the importance of people having this support (PV5).

DISCUSSION

Participation in the group motivated by the
search for knowledge of dementia was revealed in
other studies with support groups for relatives with
dementia.”" Another important aspect of the search
for groups is the opportunity for participants to
listen to one another’s experiences, and to organize
themselves better in the face of the daily transforma-
tions caused by dementia.'*'

In general, the narratives/speeches of the fam-
ily caregivers described the search for knowledge
about the disease as motivation to participate in the
group, which is attested to in practice by the MHGs
serving as a reference for the propagation of knowl-
edge about the pathologies and their progressions.
Thus, the reports of this study corroborate with what
was already evidenced in a previous study with fam-
ily caregivers of people with Alzheimer’s disease;
when the caregiver is informed about the aspects of
the disease, it becomes easier to provide satisfactory
and quality care to the person with Dementia, and it is
important to reinforce the investment in educational
guidance strategies for caregivers.*

Some of the MHG members reported using
the learnings they received in the Group to inform
other family members. This finding corroborates
members’ speeches from other MHGs, where mem-
bers passed on group learning to family, friends
and organizations in order to raise awareness and
reduce the stigma."”

Among the motivations pointed out, the desire
to perform volunteer work was mentioned. A study
carried out with MHG coordinators for family care-
givers of people with dementia described previous
experience in help groups, their desire to share with
new caregivers their personal experiences, as well as
personal benefits to volunteers as being motivations
to exercise voluntary work.®

The participants emphasized the learning
developed from the experience in the Group as a
benefit of the participation. Learning related to the
way of dealing with family members with dementia,
with explanations related to dementias, self-care,
and to the care of the family member with dementia.

A study with MHG revealed that many
participants described how knowledge exchanges
and experiences in the group helped them rebuild
their lives, acknowledging themselves in the ex-
perience of others."”

Similar data were found in a study performed
with participants of an MHG for relatives of people
with Parkinson’s disease, in which the participation
in the group was highlighted as a beneficial expe-
rience due to the participants helping each other,
creating a social support network.” This positive
experience meets the findings reported by partici-
pants from other Mutual Help Groups who reported
having become more confident and informed in
dealing with their problems and in understanding
the treatment from their experiences in the MHG."”

In relation to the learning experience reported
by relatives and professional volunteers, one can
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perceive a horizontal construction of knowledge,
breaking from the hierarchy of biomedical power.
This shows the participation in the group as a pro-
cess of collective knowledge construction.’® In this
sense, Leininger emphasizes in his Theory the need
to look for culturally sensitive care, meaning with-
out imposing knowledge of the professional culture
in disrespecting what the other brings.*

A case study with a family caregiver of older
adults with Alzheimer’s disease concluded that to
care for an older person with this pathology, the
caregiver needs to develop patience, and MHGs are
indicated as social support for family caregivers and
people with this disease.”

In the present study, the MHG was charac-
terized as a therapeutic space. Contrasting this
finding, literature identifies that MHGs are not
therapy groups. However, the researchers noted the
presence of some therapeutic group factors; among
them, the idea of caregivers sharing similar situa-
tions, helping others, creating an atmosphere so that
caregivers feel confident to express themselves and
respect them if they do not want to. In addition to
these, they emphasized support, self-revelation and
learning as therapeutic group factors.'

These findings are articulated with the results
of a study that points to MHG as being a space for
its members to reflect on different ideas, develop
confidence, and feel able to share their situations.
Participants in these MHGs report that there is a
relationship of confidence in the group and that they
believe that no one will leave and tell /spread what
has been shared in the group to others.®

Innurses’ reports on their experience in imple-
menting a family caregivers support group for older
adults with dementia and depression, stemming
from the difficulties of caregivers in caring for older
adults, the need for caregivers to share examples of
daily care experiences in order to exchange experi-
ences and facilitate management with older adults
can be highlighted.?

Considering the benefits of participation in the
MHG, it is inferred that this has contributed to the
health and well-being of its members. According to
the Cultural Care Theory, “health is defined as be-
ing well to maintain and help enable individuals or
groups to carry out their daily activities, culturally
expressing their care values and their lifestyles”. """
MHG facilitates the learning of collective strategies,
however, regarding care for older adults with de-
mentia who rely on them, it is important to consider
them as unitary, individual human beings whose
dignity must be respected.

When speaking about the group, the members
revealed situations that undermine their greater
involvement with it; among the difficulties pointed
out by the group members, whether being relatives
or professionals considered caregivers, we can
highlight having to juggle different responsibilities
in order to be present and involved in the MHG.
This difficulty corroborates the discussion about
the influence of development and progress that has
occurred in the world during the last century, lead-
ing to changes in the social structures of families.
Extended families were, almost in their entirety, re-
placed by nuclear families, resulting in an increase in
multigenerationality in the households. In this way,
potential caregivers accumulate roles and take on
various tasks related to the household and family.*!

Similarly, another study with caregivers of
older adults with dementia reveals the occurrence of
comorbidities in the family of the dementia patient
which interferes with family dynamics, causing
even more difficulties in performing care.?

We highlight that the focus of this research
was an MHG developed by relatives and health
professional volunteers in partnership with a non-
profit organization, which meets in a space provided
within a public hospital. However, the Brazilian
Unified Health System advocates that health care
actions to family caregivers occur in the communi-
ties, based on the work of the Family Health Strategy
teams, and in a decentralized manner. In this sense,
we question the lack of a health support network in
order to expand MHG care technology to the com-
munities, guaranteeing access to family caregivers
closer to their homes.

A study with volunteer coordinators of the
MHG pointed out that the frequency of participants
is very variable in the meetings, together with low
entry of new members and participation abandon-
ment in the group by some relatives. The coordinators
revealed that they still had the feeling that it was al-
ways the same few people who worked in the group.?

In the present study, there were no possible
reasons for abandoning the group, but the number
of participants participating in the meetings and the
lack of more people involved in task division were
mentioned; also, the recruitment of new volunteers
is complex, due to the specificity of the work which
requires some prior knowledge about dementia or
at least, a desire to study the subject, a willingness
to work with mutual help groups and availability
of time to devote to this work.

In a study with MHG in the United Kingdom,
the coordinators reported a feeling of unease about
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their condition in the group, as they did not have
volunteers to help with their assignments, they com-
plained about the lack of relationship between the
MHGs, weak dissemination of each other’s work as
a hindering factor for recruiting new members to the
group and weak support from health professionals."”

Participants in another study with MHG pointed
to isolation as a consequence of coping with serious
life-threatening or chronic diseases: MHGs were the
place where they socialized with people who lived
similar situations to themselves in order to feel less
isolated and more hopeful. Many of these participants
exchanged messages via facebook and phone, as well
as meeting for a chat, a walk or to travel.””

The perceptions of family caregivers’ experi-
ences of people with dementia are ambiguous; at
the same time that the caregiver lives the current
experience, they deal with the reflection of expe-
riences they have already experienced and with
perspectives of what they would like to live.” In this
sense, we noticed that the members of the studied
MHG exposed the difficulties of having a relationship
among themselves outside the group space, but they
reflected on the perspective of changing this condi-
tion, demonstrating the value of being in a group.

In a study in the same context of the present
research, the authors revealed that the knowledge
exchange in the MHG reduces heterogeneity be-
tween the participants who are actively involved
in the discussions. Family members share their life
experiences and the professionals reedit this expe-
rience, strengthening it with scientific knowledge,
making the MHG a potential space for learning.*

MHG is a space where family caregivers ex-
pose their problems, share solutions and responses
to the experiences they suffer, reframe their ways of
perceiving the care given to the family member with
dementia and build new relationships. In addition,
MHG is a space where the family caregiver experi-
ences helping other caregivers, increasing their self-
esteem and their feeling of belonging to this group.

The perspectives revealed in the category
valuing the group by the members of the MHG cor-
roborate the fundamental objectives of the MHGs
described in the literature, namely: providing
information about the disease and its evolution,
providing resources and advice derived from the
care experience of other participants, and providing
support to understand how the MHG is achieving
its care goals.” Other researchers have also found
value in being together due to the care received and
the possibility of conversing with people in similar
situations.'*!®

In analyzing the reports of the members of this
research in comparison to other MHGs described
in the literature, we highlight many similarities
and some differences. Discovering these relations
of similarities and differences which are charac-
teristics of a particular cultural context is essential
for practicing culturally meaningful, therapeutic,
congruent, and safe care."

The study showed a limitation in the par-
ticipants of the research, since they did not include
people who had already attended the MHG and
who, for some reason, had stopped attending. Such
inclusion could lead us to understand their reasons
for quitting the Group, reinforcing understanding
of the factors that involve participation in an MHG.
Another limiting factor was that this was an explor-
atory study carried out in only one MHG for family
caregivers of older people with dementia.

CONCLUSION

According to the reports of MHG members,
the group was perceived as a learning space, not
only in relation to dementia, but also in the exercise
of listening to others and reflecting on their own
experiences, in addition to developing new strate-
gies for dealing with the affected family member;
as a therapeutic space, where it is possible to talk
about feelings arising from the confrontations of
daily care; as a horizontal space of dialogue between
the family and the professional in a process of col-
lective knowledge construction; and as a voluntary
work space toward the service of others. The MHG
member reports showed the importance of this par-
ticipation, not only for family caregivers but also for
professionals, in reaffirming the care for the older
adult with dementia.

However, disclosure of situations that under-
mine greater involvement in the Group appeared
strongly in the data of this study. This was evi-
denced by the lack of a network of social and health
support for the family caregivers to gain access
to the MHG. It is known that this group support
strategy is feasible to be developed by Basic Unified
Health System, however, it still does not present
itself effectively and consistently in our reality.

On the other hand, it is believed that the study
brings contributions to the overall knowledge about
MHGs for family caregivers of older people with
dementia. These contributions extend to nursing pro-
fessionals and other disciplines interested in gerontol-
ogy. From these results, it is also possible to perceive
MHGs as a cultural care environment with their own
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values that need to be identified and adapted to pro-
vide culturally congruent care directed to the needs
of relatives of older adults with dementia.

Finally, it also points out new possibilities for

research in the context of MHG, not only involving
family caregivers but also volunteers, including the
search for partnerships and new strategies aimed
at strengthening this care modality for people who
care for older adults with dementia.
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