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Abstract

Objective: To associate spirituality with the quality of life and depression of family caregivers and understand
the family dynamics when there is a member with dementia at home.

Methods: Mixed method study with a sequential exploratory strategy. The following instruments were used
in the quantitative phase: the socio-contextual questionnaire, World Health Organization Quality of Life —
BREF, Beck Depression Inventory and World Health Organization Quality of Life — spirituality, religiousness and
personal beliefs. In the qualitative phase, 35 participants responded to a semi-structured interview. The two
phases were performed online by means of the Google Forms and Meet platform.

Results: The sample consisted of 100 participants, of which 83% were female aged between 18 and 76 years.
In the correlation between WHOQOL-BREF, WHOQOL-SRPB and BDI, the results showed that the lower the
depression score, the higher the spirituality and quality of life scores. Three categories emerged from results of
the interviews: Family reorganization in the care for the person with dementia; Spirituality and its implications
for coping with dementia; Spirituality and support network as a health protection factor for the family caregiver.

Conclusion: Spirituality was as an important coping factor for family caregivers of older adults with dementia,
and a factor that reduces the risk of depression and improves quality of life.

Resumo

Objetivo: Associar a espiritualidade com a qualidade de vida e a depressdo de cuidadores familiares e
compreender a dinamica familiar quando ha um integrante com deméncia no domicilio.

Métodos: Estudo misto, com estratégia sequencial exploratéria. Na etapa quantitativa, foram usados os
instrumentos questiondrio sociocontextual, World Health Organization Quality of Life — BREF, Inventario de
Depressdo de Beck e World Health Organization Quality of Life — spirituality, religiousness and personal beliefs.
Na etapa qualitativa, 35 participantes responderam a uma entrevista semiestruturada. As duas etapas foram
on-line na plataforma Google Forms e Meet.

Resultados: A amostra foi composta de 100 participantes, dos quais 83% eram do sexo feminino com idade
entre 18 e 76 anos. Na correlagdo entre WHOQOL-BREF, WHOQOL-SRPB e BDI os resultados evidenciaram
que quanto menor 0 escore de depressdo, maiores 0s escores de espiritualidade e qualidade de vida. Dos
resultados das entrevistas emergiram trés categorias: Reorganizagdo familiar na promogéo do cuidado a
pessoa com deméncia; Espiritualidade e suas implicagdes no enfrentamento da deméncia; Espiritualidade e
rede de apoio como fator de proteg@o & satde do cuidador familiar.
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Conclusao: A espiritualidade configurou-se como importante fator de enfrentamento para os cuidadores familiares de idosos com deméncia, bem como um
fator redutor do risco de depresséo e de melhora da qualidade de vida.

Resumen

Objetivo: Relacionar la espiritualidad con la calidad de vida y la depresion de cuidadores familiares y comprender la dindmica familiar cuando hay un
integrante con demencia en el domicilio.

Métodos: Estudio mixto, con estrategia secuencial exploratoria. En la etapa cuantitativa, se usaron los siguientes instrumentos: cuestionario socio-contextual,
World Health Organization Quality of Life — BREF, Inventario de Depresion de Beck y World Health Organization Quality of Life — spirituality, religiousness and personal
beliefs. En la etapa cualitativa, 35 participantes respondieron a una entrevista semiestructurada. Las dos etapas fueron virtuales en la plataforma Google Formsy Meet.

Resultados: La muestra fue compuesta por 100 participantes, de los cuales el 83 % era de sexo femenino, de entre 18 y 76 afios. En la correlacion
entre WHOQOL-BREF, WHOQOL-SRPB y BDI, los resultados demostraron que cuanto menor era la puntuacion de depresion, mayor era la puntuacion de
espiritualidad y calidad de vida. A partir de los resultados de las entrevistas, surgieron tres categorias: Reorganizacion familiar en la promocion del cuidado a
personas con demencia, Espiritualidad y sus consecuencias en el afrontamiento a la demencia, Espiritualidad y red de apoyo como factor de proteccion de
la salud del cuidador familiar.

Conclusion: La espiritualidad se configuré como un importante factor de afrontamiento para los cuidadores familiares de adultos mayores con demencia, asi

como un factor reductor del riesgo de depresion y de mejora de la calidad de vida.

Introduction

According to the World Health Organization
(WHO), one in five people will be over 60 years
old by 2050." The number of people living with
dementia is expected to increase from 55 million to
139 million by 2050.%) The most common type is
Alzheimer’s disease, which will affect 75 million peo-
ple worldwide in 2030 and 132 million in 2050.”

Aging has important implications for family dy-
namics, especially in maintaining the quality of life
and health of the older adult population and pre-
serving their permanence with the family, especially
when there is a member with dementia.®

Dementia is defined as a progressive cognitive
disorder that leads to the loss of independent func-
tion.”® In addition to other damages, cognitive and
motor deficits from dementia influence the difficul-
ty in performing Activities of Daily Living and the
ability to manage the environment, making older
adults increasingly dependent on their family mem-
bers.®) The health care needed by older adults with
dementia brings changes to the family’s way of life
and in family roles, including what each one is, how
is seen and what is expected of each one.©

The family is a dynamic system that contains
other interrelated subsystems and plays important
roles in society, such as affection, education, social-
ization and the reproductive function. As a system,
the family contributes to build solutions that inte-
grate its subsystems, influencing the understanding
of care and the health-disease process.”
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The family experience of having a member af-
fected by dementia undergoes changes in relation-
ships and in their dynamics, involving feelings and
emotions. For this reason, the family caregiver be-
comes vulnerable to overload, which is a potential
promoter of stress, anxiety, depression, fear, suffer-
ing and communication difficulties, and can evolve
to a process of disruption of the family balance.®1?

With the advancement of dementia, the fami-
ly structure has to be reorganized."” In this sense,
some strategies can contribute to the recovery of
family balance in the face of all care difficulties; the
support provided by spirituality stands out.®?

Spirituality is defined by the WHO as a set of
emotions and convictions of a non-material nature,
assuming there is more than can be perceived or
fully understood, referring the individual to issues
such as the purpose and meaning of life."? It is the
search for meaning of life through concepts that
transcend the tangible and manifests in the life of
human beings according to age, religion, culture
and health status."? Spirituality is an integral part
of those who provide care and has a beneficial char-
acter in health and quality of life."? In this sense,
this factor is a source of strength and support to
deal with the reality of family caregivers of older
adults with dementia, as well as inspiration for feel-
ings of gratitude and satisfaction.

In the search for coping strategies in the care sit-
uation, the family caregiver of the older adult with
dementia finds technical-scientific and emotional
support in the nursing team, as nursing is the sci-



ence of care and helps in the physical and spiritual
wellbeing of people.!?

Historically, the spiritual dimension has been
present in professional nursing practice since
Florence Nightingale. It has changed from a tenden-
cy to see spirituality linked to religion to reflections
of ethical, bioethical and philosophical nature, in
addition to the attempt to understand the spiritual-
ity phenomena of patients and nurses themselves.!”

Although the focus of this study was not to in-
vestigate the role of nursing, its importance to the
comprehensive care of family caregivers of older
adults with dementia is noteworthy. Nursing pro-
fessionals are able to identify the difficulties of fam-
ily caregivers in the care provided to older adults
with dementia and implement specific interven-
tions, taking into account the entire family context.
They can also encourage family caregivers to take
care of themselves, seeking strategies and mech-
anisms to maintain their good quality of life and
mental health, for example, with therapy, practice
of sports and connection with their spirituality.

There is a gap in studies relating to spirituality,
quality of life and depression of family caregivers of
older adults with dementia, seeking to understand
the difficulties, limitations of care and perceptions
of these family caregivers. This investigation is im-
portant by considering that family caregivers of old-
er adults with dementia need attention from health
professionals, as they are at a higher risk of illness
due to care overload and emotional and physical
exhaustion.

The aim of this study is to associate spirituali-
ty with the quality of life and depression of family
caregivers and to understand the family dynamics
when there is a member with dementia at home.

Methods

This is a mixed method study with a sequential ex-
ploratory strategy. Descriptive and analytical design
was used in the quantitative phase, and data col-
lection was performed through web forms sent via
e-mail. In the qualitative phase, data were collected
after completing the instruments of the quantita-
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tive phase in online interviews via Google Meet,
in compliance with recommendations of physical
distancing because of the 2019 coronavirus disease
pandemic.

The study was conducted in different munici-
palities in Brazil through dissemination in digital
media, social networks and the webpage of the
Universidade Federal de Sao Paulo (Unifesp). Data
collection was performed online and lasted between
March and October, 2020. The sample consisted
of 100 family members with at least one family
member diagnosed with dementia, over 18 years of
age and with technological resources (internet ac-
cess). In the qualitative phase, 35 family caregivers
who participated in the first phase were randomly
invited.

In the quantitative phase, the following instru-
ments validated in Brazil were applied: a socio-con-
textual questionnaire for characterization of the

sample and of social, economic and health data;"®

the World Health Organization Quality of Life —
BREF (WHOQOL-BREF) to assess personal is-
sues, emotional wellbeing and disabilities, consider-
ing the physical (7 to 35 points), psychological (6 to
30 points), social relationships (3 to 15 points) and
environment (8 to 40 points) domains. The higher
the score, the better the quality of life.!”

The following instruments were also used: Beck
Depression Inventory (BDI) to investigate signs of
depression through self-perception in a score rang-
ing from 0 to 63 points - the higher the score, the
greater the degree of depression (no depression,
mild, moderate and severe);'® the World Health
Organization Quality of Life and Spirituality,
Religiousness and Personal Beliefs (WHOQOL-
SRPB) to investigate spiritual, religious and person-
al beliefs that affect quality of life in eight facets, in-
cluding physical, psychological, social relationships
and environment issues in scores ranging between 4
and 20 — the higher the score, the better the quality
of life.!"”)

The Statistical Package for the Social Sciences
(SPSS), version 21.0, was used in statistical ana-
lyzes. Frequency and percentage were calculated for
descriptive analysis of categorical variables. Mean,
standard deviation, median, minimum and maxi-
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mum were calculated for continuous variables. The
scores of spirituality domains were compared with
quality of life and depression domains; and scores
of spirituality domains, of quality of life and de-
pression domains were compared with continuous
socio-contextual variables using Spearman’s cor-
relation coefficient. The scores of spirituality, qual-
ity of life and depression domains were compared
with the categorical socio-contextual variables us-
ing the Mann-Whitney test (two categories) and
the Kruskal-Wallis test (three or more categories).
A significance level of 5% was used (p value <0.05).
For the crossings, given the low frequency, some
variables had their categories grouped.

In the qualitative phase, interviews were con-
ducted by researchers with expertise in family in-
tervention. Participants met the researchers before
the interview, and were informed about the project.

Data were collected through a semi-structured
online interview with audio recording authorized
by participants for future transcription of the con-
tent, based on the following guiding question: How
did spirituality contribute to cope with Alzheimer’s
disease or other dementia of your relative?”

Data resulting from interview transcripts un-
derwent content analysis based on Bardin’s themat-
ic analysis using the MAXQDA.2020 software.?*?"
Categories and subcategories were created based on
the open coding of data, that is, the topics addressed
by interviewees were selected and their speech ex-
cerpts were coded.?V Subsequently, axial and se-
lective coding were performed, and it was possible
to create code-themes using the MAXMaps tool,
generating the following categories from the coding
tree: Family reorganization in the care of the per-
son with dementia; Spirituality and its implications
for coping with dementia; Spirituality and support
network as a health protection factor for the family
caregiver.

After the analyses, results were coordinated in
order to answer the objectives by means of infor-
mation that allowed us to understand the phenom-
enon of how the family uses spirituality in coping
with the care of older adults with dementia.

The study was approved by the Research Ethics
Committee of the Universidade Federal de Sao Paulo
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(Unifesp) under number 3.924.288. Participants
received instructions and clarifications about the
study objectives in the online Informed Consent
form. In order to guarantee anonymity, interview-
ees gave a name that characterized their family, and
within the family name theme, fictitious names were
chosen for participants (Certificate of Presentation

of Ethical Appreciation: 27544819.3.0000.5505).

Results

The sample consisted of 100 participants, of which
83% were female, aged between 18 and 76 years,
50% were married, 50% had complete higher edu-
cation, 51% were employed and 61% had children.
When asked about their health status, 84% self-rat-
ed themselves as healthy and 54% as having no
health problems. The average time of knowledge of
the main caregiver about the diagnosis of dementia
of their older adult relative was 7.4 years, and 66.3%
reported having only one family member with
dementia. In the eight facets of the WHOQOL-
SRPB, mean values were: 15.71 for Spiritual con-
nection; 17.06 for Meaning & purpose in life;
16.04 for Experiences of awe & wonder; 15.15
for Wholeness & integration; 16.36 for Spiritual
strength; 14.81 for Inner peace; 15.63 for Hope &
optimism; 16.62 for Faith. In the four domains of
the WHOQOL-BREFE, mean values were: 70.24 for
physical domain; 67.34 for psychological; 65.57 for
social relationships; 65.34 for environment. In the
BDI, the mean total score was 9.56 points; 79%
were categorized with no depression, 9% with mild
depression, 6% with moderate depression and 6%
with severe depression. From the correlation of
continuous variables by BDI score, WHOQOL-
SRPB facets and WHOQOL-BREF domains, the
older the age, the lower the BDI score (zero to 39
points) and the higher the Wholeness & integration
score (five to 20 points) and Inner peace (five to 20
points). The greater the number of children (zero to
five), the higher the score for Inner strength (four to
20 points), Hope/optimism (four to 20 points) and
Faith (four to 20 points). By correlating the total
score of the BDI with the WHOQOL-SRPB facets



and the WHOQOL-BREF domains (Table 1), it
was found that the lower the total score of the BDI,
the higher the scores of the WHOQOL-SRPB and
WHOQOL-BREF scales.

Table 1. Correlation between data from the Beck Depression
Inventory, the facets of the World Health Organization Quality of
Life and Spirituality, Religiousness and Personal Beliefs and the
World Health Organization Quality of Life — BREF

Total score (BDI)

Correlations
Spiritual connection

R -0.21

p-value 0.0338

n 100
Meaning &purpose in life

R -0.35

p-value 0.0004

n 100
Experiences of awe & wonder

R -0.42

p-value <0.0001

n 100
Wholeness & integration

R -0.59

p-value <0.0001

n 100
Spiritual strength

R -0.45

p-value <0.0001

n 100
Inner peace

R -0.70

p-value <0.0001

n 100
Hope & optimism

R -0.59

p-value <0.0001

n 100
Faith

R -0.41

p-value <0.0001

n 100
Physical domain

R -0.56

p-value <0.0001

n 99
Psychological domain

R -0.76

p-value <0.0001

n 99
Social relationships

R -0.57

p-value <0.0001

n 99
Environment

R -0.63

p-value <0.0001

n 99

Spearman’s correlation coefficient; BDI - Beck Depression Inventory
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In qualitative results of the 35 interviews, the
grouping of the final codes in the MAXMaps tool
generated three categories and subcodes related to
the family organization of care for the person with
dementia in the family and spirituality as a coping
strategy in care. The most significant codes that re-
sponded to the study objectives were extracted.

Family reorganization in the care of the person
with dementia

Dementia promoted significant changes in the fam-
ily of most participants. The repercussions on the
family were both positive and negative: reorganiza-
tion of tasks, approximation and distancing in re-
lationships, attributions of responsibility and care,
overload of the main caregiver, conflicts and read-
justment of roles.

On the weekend everyone forgets that Mom has to
receive a visit or that I need to get some air... There
are five of us... For them this is not a priority, and

I cannot understand how they manage to do it.
(Abalone, E Mar)

We realized that this situation of my moth-
er created a bit of distancing within the family.
Because nobody wants this burden. (Estimulo, E
Espiritualizada)

For some interviewees, the role of primary care-
giver of the older adult with dementia was a choice
of their own, as a way of repaying the care received
throughout their lives.

[ don’t see it as an option, its something simple
and I don’t see it as a duty. It intrinsic, shes part
of me! I can’t think of abandoning her... It was my
decision that she would live with me. (Paciéncia,
E Persisténcia)

For other interviewees, the restructuring of fam-
ily dynamics and the decision to choose the main
family caregiver were joint decisions.

[ had to divide myself between her and my chil-

dren and my husband... So for me, it was more

Acta Paul Enferm. 2023; 36:ecAPE03061. u
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convenient to bring her to my house... With my
retirement I also suffered, I retired to be with my
mother. (Carinho, E Linda)

It was a joint decision because they didnt want
to take (mother), so Im bringing (her home).
(Energia, F Fogo)

Spirituality and its implications in coping with
dementia

Most family members interviewed reported that
spirituality was essential in maintaining the family’s
socio-emotional balance, reducing conflicts, coping
with dementia and in self-knowledge.

There is no denying that with all conflicts we
have between sisters, brothers-in-law, nephews, if
it werent for spirituality, we wouldnt have gone
through all this... Spirituality is what has united
the family the most. (Abalone, F. Mar)

1 already felt more shaken having to talk about it,
there was a time when I cried a lot, it has already
changed with the support of spirituality, by know-
ing myself and accepting. (Animo, E Fogo)

Spirituality favored strengthening, understand-
ing, acceptance, support and tranquility in the fam-
ily nucleus.

Tve learned many things in spiritism... It makes
me feel good, gives me comfort and encouragement.
1 believe in this life everything happens for a rea-
son, it is to learn something, experience somet/;ing,
to have some new experience. It gives me comfort.
(Companbheirismo, F Encontro)

Spirituality is a key point for our mental health,
because it makes us understand and manage
our feelings, it is not easy to go through all this.
Without understanding why am I going through
this, I would be an angry, distressed person with
depression, maybe with panic syndrome, maybe

I wouldn’t be able to take care of him (father).
(Cuidado, F Apoio)
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For the family, spirituality helps to promote care
to the extent that belief was a motivation in the face
of challenges and coexistence.

It helped me a lot holding on to faith, praying
alone and with her (mother), doing the gospel at
the center. The (formal) caregivers were also very
religious, they helped me a lot, it gave me a lot of
strength. (Estranbeza, F Esquisita)

Spirituality and support network as a health
protection factor for the family caregiver

Some of the main caregivers reported changes in
quality of life and mental health, in addition to re-
strictions on self-care, sleep and personal life, fac-
tors that make it difficult to cope with the disease
although mitigated by spirituality.

It5 hard to take care of myself, even less nowadays!
1 used to go to the gym three, four times a weck,
and I havent step foot in the gym for a year. I go to
therapy every week because I said I need it, otherwise
my head will go crazy. Its complicated, sometimes it
makes me a little guilty. (Paciéncia, F Persisténcia)

Spirituality is the union of good and bad experi-
ences. It is also a warning to think about you to-
morrow, to think about quality of life... (Esforo,
E For¢a)

Tiredness and exhaustion are part of it, but the
strength of spirituality, we receive every day.
(Companbeirismo, F Acolhimento)

Cases of depression and feelings of exhaustion
and guilt before the family with the responsibility of

caring for the older adult were also reported.

Just talking about this subject makes me cry. Today,
even taking medication for depression, I'm still very
delicate. Its the weight of responsibility. (Carinho,
FE Linda)

[ don’t feel bad about taking care of my mother,
but it is exhausting, it makes me tired, I feel ter-



rible sometimes. I'm not going to say I deal with it
well, it revolts me, it makes me angry, but I have to
live, think better and take care of my mother! I'm
not happy to be taking care of my mother 24 hours
a day. (Unidade, F. Unida)

Family members brought up the importance of
the family, social and health support network as a
protective factor for the primary caregiver’s mental
health in improving quality of life.

I go to therapy every week, because my life has
changed a lot. I had total and absolute freedom, 1
lived alone and today I live alone with my depen-
dent mother. (Paciéncia, E Persisténcia)

My great-aunt (nurse) came to help and provide
care. Each one did what they could, and everyone
here always helped. All people around us helped us.
(Intimidade, E Ligagdo)

The family and health support network also
promoted union and relief from the burden of care.

[ really appreciate this support I have from my husband!
My children help me. So at this time [ am very touched,
because I never imagined [ would need so many people

10 take care of an older person. (Carinbo, E Linda)

We hired a nurse, at night my sister stayed and on
weekends my brothers. It wasn’t heavy for anyone,
it was worrisome! (For¢a, E Religiosa)

We can handle the situation well, we take very
good care of him, I have a (formal) caregiver. We
feel good, because we have resources to take care of
him, material and spiritual. (Cuidado, F Apoio)

My network is the Day Center (private), she
(mother) spends 5 days a week there, during this
period I can do other things and when my brothers
come here, they help me to take to the doctor and
dentist. (Resguardo, F Discrigio)

I have help three times a week from a (formal)
caregiver, my brother helps a lot with the financial
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part because he can’t be there anymore. My sister
stays when she can, helps out on weekends and I go
somewbhere. (Companbeirismo, F Encontro)

Discussion

The results of socio-contextual data demonstrate
that most family caregivers are female, married,
with children. Culturally, in Brazil, the care for
an older adult family member is the responsibility
of women, who occupy the roles of wives, sisters,
daughters or granddaughters.*?

As a historical and social construction, women
are taught from childhood to care for their families.
Caring for the older adult is added to all women’s
working hours, increasing the emotional and physical
burden, with the possibility of leading to illness and
social isolation.?>* In this study, 83% of the main
caregivers were women, and most reported having
left personal life, health care and leisure in second
place; some also mentioned abandoning their profes-
sional careers. The provision of care can make family
relationships and friendships, leisure and religious
practices difficult. Therefore, the support network is
essential so the main family caregiver does not fall ill
(mentally and physically) and maintains the personal
routine as much as possible.?*

The diagnosis of dementia brings changes that
can be unfavorable in the lives of family members,
since the care process develops from the experienc-
es of the main caregiver and is incorporated from
the family reality and the older adult’s needs, but,
in general, it is a process of great difficulties and
changes.®>? In this study, the results showed that
66.6% of participants were experiencing dementia
for the first time. Family caregivers reported having
had their lives completely changed after the diagno-
sis or after living together with the older adult, as
their routine, concerns and actions turned to care.

Regarding the main caregiver, 21% of the sam-
ple had depression, ranging from mild to severe. In
the interviews, some participants mentioned emo-
tional changes and used therapy, physical activity,
social and family support network as coping strat-
egies. Studies show that these strategies reduce the
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risk of social isolation and depression, reduce the
level of anxiety and help to promote wellbeing.®
In this aspect, the creation of public policies that in-
tegrate the family as a unit of care becomes relevant,
aiming to reduce the burden and depression levels
of the main caregiver.®”

Another relevant data that emerged from this
study refers to having children as a positive factor
for reducing the burden of care, because this has
the potential to promote care and mutual help.
According to reports, this factor reduces the burden
on the main caregiver, because children participate
in the division of responsibility for care and pro-
vide emotional support. A study emphasizes that
the affective relationship between grandparents and
grandchildren favors the future care relationship
between them, including grandchildren in the di-
vision of care and making them informal caregivers
to help the main caregiver.®®

When analyzing the BDI, the WHOQOL-
SRPB and the WHOQOL-BREE it was found that
family caregivers had lower levels of depression and
better quality of life indices when their ties were as-
sociated to spirituality. The emotional and physi-
cal burden of family members of older adults with
dementia affects their social and personal lives, as
well as their own health, but the practice of spiri-
tuality and its values are strengthening for physical
and emotional wellbeing, for coping with difficul-
ties and for the self-perception of better quality of
life.31823) Tin 93% of respondents, spirituality was
configured as an important individual and family
coping factor that supports emotional aspects and
gives meaning to life.?”

The correlation between WHOQOL-SRPB
and WHOQOL-BREF with socio-contextual data
showed spirituality as an efficient factor for main-
taining quality of life and better self-assessment of
one’s own health.®” According to a study in line
with the WHO concepts of spirituality and quali-
ty of life, spirituality can be a dimension of mental
health, a protective factor of health and an indica-
tive vector of quality of life.®V Respondents report-
ed that spiritual practices and rites help the family
to feel well physically and emotionally, in the reduc-
tion of conflicts and maintainance of relationships.

m Acta Paul Enferm. 2023; 36:eAPE03061.

In this sense, ecumenical spirituality®” (linked to
religion or not), which strengthens family beliefs
and human values, such as mercy, respect and fra-
ternal love, also influences their relationships and
care promotion, helping the mental health of the
main caregiver and in family life.®?

The results of interviews showed spirituality
as an effective strengthening and coping factor for
maintaining the socio-emotional balance of the
family, as it helps to promote care and attenuate
feelings and conflicts arising from the coexistence of
care. This corroborates study data, which emphasize
that values and beliefs motivate and give meaning
to actions of family members, who perform their
new role guided by their spirituality.®"

Other reports emphasize that spirituality atten-
uates their personal difficulties, as it helps them to
deal with their challenges, feelings and frustrations
in seeing their family member in need of basic care.
Many family members mentioned having to learn
to deal with feelings of anguish, concern and abdi-
cation, as they began to dedicate all their free time
to the older adult. A study shows that the greater
the dependence of the family member on Activities
of Daily Living, the greater the time spent on care,
the deprivation of personal life and abdication for
the main caregiver’s wellbeing.®¥ In this sense, the
support of the nursing professional is important to
plan and reorganize the care routine; to find, to-
gether with the family member, possible support
networks (family or social); to identify potentiali-
ties to be developed in the older adult, seeking their
autonomy, and to develop strategies that help in the
main caregiver’s coping.!+*

Professional follow-up and support were also
cited by family members as important coping strat-
egies. Therefore, nursing has a fundamental role in
providing care and services to these families, act-
ing as an important technical-scientific professional
support network for the guidance of these family
members. Their performance can be effective in en-
couraging the participation of other family mem-
bers in the care process, encouraging the autonomy
and potential of the older adult, in addition to in-
cluding the family as a unit of care, as in most cases,
they put their health in second place.43%3



The questionnaires used proved to be easy to
apply, enabling the characterization of the sample,
assessment and measurement of quality of life and
investigation of signs of depression and how spiri-
tual/religious/personal beliefs contribute to family
relationships and the promotion of care. The inter-
views brought an understanding of the reality and
dynamics of the family with an older adult with de-
mentia at home.

As the study was limited to the punctual speech
of a small number of families, the findings and
follow-up within a period cannot be generalized,
and the apprehension of the family dynamics is
unfeasible.

Conclusion

Spirituality proved to be an important coping and
strengthening factor for the family caregiver in the
face of difficulties encountered and the emotion-
al and physical exhaustion triggered by caring for
the person with dementia. The self-perception of
health for wellbeing can be linked to the practice of
spirituality that helps to maintain the good mental
health of family caregivers of older adults with de-
mentia, reducing the risk of developing depression.
The family and social support network, as well as
specialized professional care contribute to reduce
physical and emotional overload and the risks of de-
pression, enabling an improvement in the quality of
life of the main caregiver. Another contribution of
the study was its possible use by health professionals
as a support in humanized and expanded care of
individuals to their families. New studies investigat-
ing spirituality as a coping factor for families facing
the care of a dependent older adult with dementia/
Alzheimer’s disease are needed.
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