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ABSTRACT

Objective: to verify the difference of mean or median in the scores of family functionality
and burden of family caregivers of people with mental disorders. Methods: cross-sectional
study carried out in a Psychosocial Care Center with 61 family caregivers. Instruments were
used for sociodemographic characterization, care process, Family Apgar Index and Family
Burden Interview Schedule. Mean/median difference tests were adopted. Results: women
with mental disorders and the presence of children in the home decreased the median of
the family Apgar score. Difficulty in the relationship between caregiver/user, nervousness/
tension, physical aggression and agitation of patients increased the global average of
subjective burden. Conclusions: nursing interventions to reduce burden and promote family
functionality should prioritize caregivers of women with mental disorders, assist them in
managing troublesome behaviors and raising awareness of family nucleus to co-responsibility
for caring for sick people, especially in families with children who demand daily care.
Descriptors: Family; Caregivers; Mental disorders; Family Health; Nursing.

RESUMO

Obijetivo: verificar a diferenca de média ou de mediana nos escores de funcionalidade familiar
e de sobrecarga de cuidadores familiares de pessoas com transtorno mental. Métodos: estudo
transversal realizado em Centro de Atencéo Psicossocial, com 61 cuidadores familiares. Utilizaram-
se instrumentos para caracterizacio sociodemogréfica, do processo de cuidar, indice Apgar de
Familia e Family Burden Interview Schedule. Adotaram-se testes de diferenca de média/mediana.
Resultados: mulher com transtorno mental e presenca de criangas na residéncia diminuiram
amediana do escore de Apgar familiar. Dificuldade de relacionamento entre cuidador/usudrio,
nervosismo/tensao, agressividade fisica e agitacdo do paciente aumentaram a média global
de sobrecarga subjetiva. Conclusées: as intervencdes de enfermagem para diminuicdo da
sobrecarga e promocéo da funcionalidade familiar devem priorizar cuidadores de mulheres
com transtorno mental, auxilia-los no manejo dos comportamentos problematicos e sensibilizar
o nucleo familiar para a corresponsabilidade pelo cuidado do ente adoecido, sobretudo nas
familias com criangas que demandam cuidados diarios.

Descritores: Familia; Cuidadores; Transtornos Mentais; Saide da Familia; Enfermagem.

RESUMEN

Objetivo: verificar la diferencia de media o mediana en las puntuaciones de funcionalidad
familiar y sobrecarga de los cuidadores familiares de personas con trastornos mentales.
Métodos: estudio transversal realizado en un Centro de Atencién Psicosocial, con 61
cuidadores familiares. Se utilizaron instrumentos para la caracterizacién sociodemogréfica,
el proceso de cuidado, el Indice de Apgar Familiar y el Family Burden Interview Schedule. Se
adoptaron pruebas de diferencia de media/mediana. Resultados: las mujeres con trastornos
mentales y la presencia de hijos en el hogar disminuyeron la mediana del Apgar familiar.
La dificultad en la relacién entre cuidador/usuario, nerviosismo/tensién, agresion fisica y
agitacién del paciente aumentaron el promedio global de carga subjetiva. Conclusiones:
las intervenciones de enfermeria para reducir la carga y promover la funcionalidad familiar
deben priorizar a los cuidadores de mujeres con trastornos mentales, asistirlos en el manejo
de conductas problematicas y sensibilizar al nticleo familiar sobre la corresponsabilidad del
cuidado del enfermo, especialmente en familias con niflos que demandan cuidados diarios.
Descriptores: Familia; Cuidadores; Transtornos Mentales; Salud de la Familia; Enfermeria.
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INTRODUCTION

The Brazilian Psychiatric Reform (BPR) and the deinstitutional-
ization process implementation proposed a new model of mental
health care in substitute services within the territory due to the
hospital-centered model, with an emphasis on social reintegra-
tion and greater family participation in caring for people with
mental disorders. Thus, the family context becomes the main
environment for the implementation of psychosocial rehabilitation
family-based interventions for the construction and execution
of the therapeutic project.

To ensure territorialized health care for people with mental
disorders and their families, the Psychosocial Care Network
(RAPS - Rede de Atengdio Psicossocial) was created by Ordinance
3.088/2011. RAPS consists of the following components: | - primary
health care; Il - specialized psychosocial care; lll - emergency care;
IV - transitional residential care; V - hospital care; VI - deinstitu-
tionalization strategies; VIl - psychosocial rehabilitation®.

Among the aforementioned components, primary care (Basic
Health Unit - BHU) and specialized psychosocial care (Psychosocial
Care Center - CAPS) are the originators of care, guaranteeing a
permanent co-management process and longitudinal monitoring
of cases™. In this sense, CAPS are services composed of a multi-
disciplinary team that works in the extended and shared clinical
perspective, articulated to others RAPS provisions, serving people
with severe and persistent mental disorders and people with needs
resulting from the use of crack, alcohol and other drugs, in their
territorial area, in a semi-intensive and non-intensive treatment
regime. The activities are carried out primarily in a collective and
shared way, articulated with the other points of care of the health
network and other networks. Care, within the scope of CAPS, is
developed through a Unique Therapeutic Project (PTS - Projeto
Terapéutico Singular), which must involve users and their family
in the construction process®.

Family has been considered a strategic care nucleus within the
psychosocial care model, with positive impacts, such as break-
ing the paradigm and prejudices, bringing the family closer to
treatment and health services, and, mainly, the reinsertion of
people with mental disorders in society, with greater autonomy
and respect in the face of social life®9.

Significant changes may be necessary in the family organization
when taking on the role of participating in the process of caring
for people with mental disorders. It is important to highlight
that the care model transformation within mental health, with a
focus on social reintegration and family participation, still leaves
gaps in assistance regarding the community’s experience with
health services in psychiatry. Sometimes, family members do not
feel prepared to take care of their relative in mental distress, a
factor that can interfere with family functionality. In this sense,
the family nucleus must be trained to deal with changes in the
daily routine, troublesome and, eventually, aggressive behaviors,
which can cause burden®®.

Family functionality is represented by harmonic relationships
and the way members of a family relate to each other and to
others, with a view to family balance. Thus, the family can be
considered functional or dysfunctional™. A functional or mature
family is the one that manages to experience conflicts and critical
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moments with emotional stability, coexisting harmoniously
and independently, maintaining the commitment between its
members” and therefore plays an important role in caring for
people with mental disorders. In dysfunctional or immature
family relationships, individual interests are prioritized over the
family group. In moments of crisis, family members are blamed
for failing to take on their roles within the family environment
and have a superficial bond, and may even present aggressive
and hostile behaviors?.

Considering the prominent role played by families in caring
for people with mental disorders in the post-psychiatric retire-
ment scenario, there is a need for studies aimed at caregivers of
people with mental disorders or psychological distress; especially
in developing countries, where there is a greater deficiency of
health services aimed at specialized assistance to mentally ill us-
ers and their caregivers. The care process can negatively impact
the social and professional life of caregivers, their daily routine,
relationship with patients, quality of life and cause problems in
family functionality due to burden and difficulty in dealing with
behaviors inherent to mental disorders®'2.

Given the above, it is necessary to produce scientific knowl-
edge about the burden of family caregivers, the functioning
of families of people with mental disorders and the respective
factors related to these phenomena. Such evidence can sup-
port nursing interventions in health education aimed at these
families, especially for their caregivers, and for the permanent
education of professionals who provide daily care for these us-
ers, especially nurses.

The role of nurses can improve caregiver’s experience through
health education, listening and valuing subjects in mental dis-
tress!'. Learning about the disease and ways of coping that
provide a better quality of life for the family group can reduce
the burden that the disease causes in the family context and
improve family functioning'4,

The hypothesis of this study is that factors of a sociodemo-
graphic nature and of the care process are capable of bringing
changes in the scores in terms of mean or median, family function-
ality and burden of family care for people with mental disorders.

OBJECTIVE

To verify the difference of mean or median in the scores of
family functionality and burden of family caregivers of people
with mental disorders.

METHOD

Ethical aspects

The project was approved by the Human Research Ethics
Committee.

Study design, period and place

This is a cross-sectional study carried out in a CAPS, type I,
located in the interior of Pernambuco, Brazil, from April to May
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2019. The research was organized according to the STROBE
checklist: cross-sectional studies.

Population or samples; inclusion and exclusion criteria

The population was composed of family caregivers of people
with mental disorders attended at the referred CAPS. As for the
sample estimate, it was considered a finite population; 2> =1.96;
proportion of occurrence of the phenomenon of interest=50.0%;
sampling error of 10.0% (0.01). Thus, the sample was estimated
at 61 participants. Family caregivers were selected as they met
the inclusion criteria: self-declaration of being primary caregivers
of CAPS users and being 18 years of age or older. Participants
without literacy were interviewed by the responsible researcher,
who in turn filled out the research instruments based on the
answers given. Family caregivers who had a clinical condition
that made itimpossible to answer the research instruments were
excluded, even with the help of the researcher, and/or received
some type of financial remuneration for the care provided that
characterized formal caregivers.

Study protocol

Data were collected through interviews with families of care-
givers. The collection took place in a reserved space of the health
service in order to guarantee participants’ privacy and avoid pos-
sible constraints. The following instruments were used for data
collection: form for sociodemographic characterization of care-
givers (gender, age, marital status, family income, years of study,
occupation, type of residence, presence of children in the same
household, number of people in the same household); form on
the care process elaborated from previous studies®'21>19 (leisure
activity, health problem, carrying out treatment for the respective
problem, degree of kinship with the person receiving care, length
of care, need for help to provide care, help for people with mental
disorders in daily activities, troublesome behaviors presented by
the family member receiving care, control over the behaviors
presented, level of satisfaction in caring, quality of the relationship
between family caregiver and person with mental disorders - very
good/good/bad, and receiving guidance on the relative’s iliness);
APGAR Family Index""; Family Burden Interview Schedule, version
adapted and validated for the Brazilian population (FBIS-BR).

Regarding the behaviors presented by users with mental dis-
orders, those most frequently reported by family caregivers were
listed, namely: physical aggression, problems related to sexuality,
breaking objects, threats/verbal aggression, continuously demand-
ing attention, agitation, refusing medication, nervousness, poor
hygiene, soliloquy, and smoking. Such behaviors were asked to
the family members during the interview through the question:
what are the behaviors of your family member that bother you
the most? Regarding the level of satisfaction in caring, caregivers
assessed the quality of the relationship with the family member
who receives care through a satisfaction scale, namely: dissatis-
fied, satisfied, and very satisfied.

The APGAR Family Index assesses family functionality regard-
less of the life cycle itis in. Its application allows the detection of
the presence of family dysfunction, which enables the planning

Family functionality and burden of family caregivers of users with mental disorders
Andrade JJC, Silva ACO, Frazao IS, Perrelli JGA, Silva TTM, Cavalcanti AMTS.

of interventions that favor the reestablishment of balance in the
relationships that exist between members of a family“®. This
instrument measures satisfaction through five domains: adapta-
tion, partnership, growth, affection, and resolve.

Answers are given through the following alternatives: always
(2), sometimes (1), and never (0). The results acquired by ap-
plying the scale are converted into scores based on the sum of
all values obtained in each of the five domains. The total score
ranges from 0 to 10. The sum of the items represents the level
of family satisfaction, being: from 0 to 4 (severe family dysfunc-
tion), from 5 to 6 (moderate dysfunction) and from 7 to 10 (good
functionality)'>'7, The use of this index in primary care has been
recommended due to the ability to assess family units and to
detect malfunctions in the family system. The translated and
validated version for older adults in northeastern Brazil proved
to be reliable (0=0.80) and valid for tracking problems related
to family functionality”.

About FBIS - BR, it is a Likert-type scale composed of 70 items,
of which 45 refer to the burden assessment presented by family
caregivers of users with mental disorders in the last 30 days of
living. The scale is organized in two dimensions: objective (21 ques-
tions) and subjective (24 questions). Objective burden is assessed
using the subscales Assistance to patients in daily life (subscale
A), Supervision of patients’ troublesome behaviors (subscale B)
and Impact on daily routines (subscale D). As for the subjective
burden, we have the subscales: Assistance to patients in daily
life (subscale A), Supervision of patients’troublesome behaviors
(subscale B) and Concerns about patients by the relative (subscale
E). FBIS - BR also has the subscale related to Financial expenses
(subscale C), which, although not used in the calculation of the
total burden scores, provides additional information regarding the
expenses that the family member had with the patient and the
weight of this for the family budget®'®, The instrument showed
good psychometric properties for the Brazilian population, with
temporal stability and adequate consistency®,

To assess objective burden (subscales A, B and D), the following
parameters were used: frequency of assistance and supervision
of family members in the daily care of patients and frequency
of changes in their life routine. Each item is assessed based on
the number of times patients demanded care: 1 - not once; 2 -
less than once a week; 3 - once or twice a week; 4 - three to six
times a week; 5 - every day'%'®, With regard to subjective burden
(subscales A, B, Cand E), the following parameters were analyzed:
concerns that family members have in relation to patients and
level of discomfort caused by the role of caregivers. The responses
used to assess relatives’ concerns were: 1 - never; 2 - rarely; 3 -
sometimes; 4 - frequently; 5 - always or almost always. To check
the level of discomfort by the role of caregivers, the frequency
of the following responses was assessed: 1 - not at all; 2 - very
little; 3 - a little; 4 - a lot"5'®), The global objective and subjective
burden score was calculated from the means in each subscale
related to the respective burden.

Data analysis, and statistics

The data were typed and stored in a Microsoft” Office Excel
spreadsheet, version 2016.0, for Windows and exported to the
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SPSS program, version 18.0, for statistical analysis. Initially, a
descriptive analysis was performed using absolute and relative
frequencies. The numerical variables'normality was tested using
the Kolmogorov-Smirnov test. To check associations between
sociodemographic variables and the care process, chi-square test
or Fisher’s exact test were applied according to the observed and
expected frequencies. Regarding the verification of the mean/
median difference between FBIS - BR and Family Apgar Index scores
between groups, t test for mean difference, Mann-Whitney U test,
Median test and Kruskal-Wallis test were used. The significance
level of 5.0% was adopted for analyzing the results.

RESULTS

Caregivers were, on average, 46.44 years of age (+ 16.20), with
a higher percentage in the age group from 25 to 59 years (adult)
(n=40; 65.6%). The mean of years of study was 7.303 (+ 4.817),
and only 4.9% reported more than 15 years of study. As for sex,
52.7% (n=32) are women, 55.7% live with a partner (n=34), 50.8%
receive family income of a minimum wage (R$998.00, about 181
US dollars) (n=31) and 70.5% live in their own property (n=43).
Approximately 28.0% (n=17) reported being unemployed, 29.5%
(n=18) were housewives and 19.7% (n=12) received retirement
benefits. The mean of people living in the same house was 3.64.
49.1% (n=30) live with four to six people in the same residence.
Caregivers’ most frequent kinship was sister (o) (n=21; 34.4%)
and mother (n=19; 31.1%).

Regarding the data referring to the process of taking care of
people with mental disorders, it was observed that 18.0% have
been caregivers for less than a year, 34.43%, in the range of one
to five years, 9.84%, from six to ten years, 9.84%, from 11 to 15
years, 14.75%, from 16 to 20 years and 13.11%, for more than 20
years. Over half of caregivers have some help to care for a sick
family member (n=35; 57.4%), 62.3% received guidance on the
pathology presented by users (n=38) and 67.2% reported satisfac-
tion in caring (n=41). Only 6.6% (n=4) classified the relationship
with patients as bad. It was observed that 47.5% (n=29) of users
help with domestic activities and approximately 41.0% (n=25)
receive retirement or benefits due to mental illness. Only 6.55%
(n=4) exercise paid activity.

As for family caregivers’health, all reported having some leisure
activity. However, 49.2% have a health problem (n=30), of which
16.67% (n=5) do not undergo treatment for the respective prob-
lem. Furthermore, 41.0% (n=25) reported the presence of other
people in the family with other illnesses or needs that demand
their care and 26.2% (n=16) reported the presence of children
living in the same house. The uncomfortable behaviors presented
by patients and most reported by family members who stood out
were agitation (n=27; 44.3%), nervousness attacks (n=25; 41.0%),
soliloquy (n=22; 36.1 %), physical aggression (n=21; 34.4%), and
threats/verbal aggression (n=20; 32.8%).

Concerning family functionality, 65.6% (n=40) have good family
functionality, 9.8% (n=6), moderate and 24.6% (n=15), marked
family dysfunction. The mean global family Apgar score was
6.79 (+ 2.835), and this measure did not show adherence to the
standard normal distribution (p <0.001 - Kolmogorov-Smirnov
test). Thus, the median analyzes were carried out to verify whether
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the sociodemographic variables and the care process caused
any change in this score (Table 2). Women with mental disorders
had lower family Apgar scores in terms of median and average
rank, compared to male patients. Decrease in this score was also
evidenced in the presence of children in the same residence.
The other sociodemographic variables, the care process and
the burden did not cause changes in the median of this index.

Concerning caregiver objective burden, supervising the family
member when taking medications was the activity that caused
the greatest objective burden on caregivers. Comparatively,
taking responsibility for patients’ purchases determined a lower
level of objective burden felt by family members.

Table 1 - Difference in the mean of the family Apgar score according to
variables in the care process, Vitoria de Santo Antéo, Pernambuco, Brazil, 2019

Medium

. o .
Variables n % Median Post P value
Woman with mental
disorders
Yes 29 475 7.00 23.88 0.016*
No 32 525 8.50 37.45 0.003**
Presence of children in
the same residence
Yes 16 26.2 4.50 18.78 0.014*
No 45 73.8 8.00 3534 <0.001**

* Median test; ** Mann-Whitney U test.

Regarding subjective burden, it was observed that most family
caregivers did not feel high subjective burden when providing
Assistance to patients in daily life (subscale A). On the other hand,
there was a high degree of subjective burden in the supervision
of troublesome behaviors (subscale B), in which dealing with such
behaviors and night disturbance were the items with the highest
burden in this subscale. The items concern for the future, finances
and the health of people with mental disorders generated a high
subjective burden on caregivers with regard to subscale E (Con-
cern about patients). Furthermore, over half of family members
showed a high subjective burden related to subscale C (Financial
expenses). Further details are described in Table 2.

Regarding the global burden score (Table 3), it is observed
that subscales A and E presented, respectively, a greater mean
of objective and subjective burden among the other subscales.

In terms of difference in mean and median of subjective
burden scores and their respective subscales, as shown in Table
4, it was demonstrated that relationship difficulties between
caregiver and patient, nervousness/tension of patients, physical
aggression and agitation increased the global mean subjective
burden. Regarding the differences in median burden, caregivers
whose patients are women, with children in the same residence,
with an unsatisfactory relationship with sick people, who need to
deal with refusal of medication, nervousness/tension and poor
hygiene of patients had higher average positions subscale A
(Assistance to patients in daily life) in the subjective dimension.
As for subscale E - subjective, physical aggression, agitation and
nervousness/tension contributed significantly to the increase in
the mean of this subscale. The other sociodemographic variables,
the care process and family functionality did not cause changes
of mean or median in caregiver subjective burden.
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Table 2 - Degree of objective and subjective burden of family caregivers of people with mental
disorders according to the Family Burden Interview Schedule (FBIS-BR) Scale, Vitoria de Santo Antéo,
Pernambuco, Brazil, 2019

Objective Subjective
Low High Low High
Subscales Items % % % %
1 4 1 3and 4/
and2' and5* and2®* 4and5°
A: Assistance Hygiene 41.0 54.1 52.7 47.3
to patients in Medication 24.6 656  68.8 31.2
daily life House chores 45.9 508 60.6 394
Purchases 67.2 164 852 14.8
Food 278 557 911 8.9
Transportation 29.5 36.1 90.0 10.0
Money 62.3 29.5 90.6 9.4
Time occupation 36.1 54.1 79.4 20.6
Medical consultation 426 279 866 134
B: Supervision Troublesome behaviors 59.0 279 162 83.8
of patients’ Asking for excessive attention 60.7 278 320 68.0
troublesome Night disturbance 72.2 230 238 76.2
behaviors Hetero-aggression 68.8 132 36.0 64.0
Self-harm 65.6 18.0 0.0 377
Smoking or drinking too much (soft drinks) 67.2 229 36.3 63.7
C: Expenses Weight of patient expenses - - 31.1 55.7
D:Impact on Delays or absences from appointments 426 230 - -
caregivers'lives  Changes in caregiver leisure 37.7 37.7 - -
Changes in home service/routine 59.0 24.6 - -
Decreased attention to other family members 44.2 229 - -
E: Concernabout  Physical security - - 8.0 229
patients Quiality of treatment - - 51.6 30.7
Social life - - 24.2 61.3
Health - - 9.7 79.1
Housing - - 56.5 32.2
Finances - - 4.8 80.7
Future - - 1.6 93.6

Objective burden:'1 and 2: Not once/less than once a week; >4 and 5: three to six times a week/every day. Subjective burden:>subscales
AandB: 1-Notatall/2 - very little;*subscales Cand E: 1 - Never/2 - rarely; *subscale D: 1 - Not once/2 - less than once a week; *subscales
A, Band D: 3 - alittle/4 - a lot; “subscale C: 3 - Sometimes; *subscales C and E: 4 - Often/5 - Always or almost always.

Table 3 - Distribution of the means of global objective and subjective burden scores and their respec-
tive subscales according to the Family Burden Interview Schedule (FBIS-BR) Scale, Vitéria de Santo Antéo,
Pernambuco, Brazil, 2019

Subscales Dimensions Mean Median p value*
A: Assistance to patients in daily life Objective 2.989 (+0.850) 2.889 0.200
Subjective 1.107 (+0.717) 1.000 <0.001
B: Supervision of troublesome Objective 2.068 (+0.887) 2.000 0.046
behaviors Subjective 1.216 (+0.981) 1.167 0.016
D: Impact on routine Objective 2.451 (+1.193) 2.000 <0.001
E: Concerns about patients Subjective 3.850 (+0.692) 3.857 0.200
Overall objective burden score - 2.503 (+0.805) 2.287 0.048
Overall subjective burden score - 2.058 (+0.577) 1.976 0.200

*Kolmogorov-Smirnov test (normality).

Table 4 - Difference of mean and median of subjective burden scores and their respective subscales
A and E between groups of sociodemographic variables and the care process, Vitéria de Santo Antéo,
Pernambuco, Brazil, 2019

Variables n % Mean SD p value

Subjective burden
Relationship with patients

Unsatisfactory 4 6.55 3.557  0.403
Satisfactory 37 60.65 2.775 0.617 0.002*
Very satisfactory 20 3280 2349 0.671

To be continued

Among the variables related to the
care process. the troublesome behaviors
presented by patients caused changes
in caregiver objective burden. Thus,
threats/verbal aggression, nervous-
ness/tension and soliloquy significantly
increased the mean of subscale A -
objective. For subscale B - objective,
the presence of other sick people in
the same residence that demand care,
behavior of breaking objects, nervous-
ness of patients and soliloquy increased
the medians of that subscale and sub-
scale D - objective. Sociodemographic
variables and family functionality did
not cause changes in mean or median
in caregiver objective burden. Further
details are contained in Table 5.

DISCUSSION

Care after psychiatric hospitalization
or community-based treatment is. in
most cases, taken on by women, who
share this time with activities aimed at
the care of their own children, husband
and domestic activities"?; this corrobo-
rates the findings of this study, in which
female caregivers, married, unemployed,
housewives, with low educational level
prevailed who need to play the role of
caregiver in addition to other activi-
ties of daily living, which reinforces the
social construction of the female role
exercising this function®. The historical
process is determinant of this reality,
since careis an activity related to women
since the beginning. There is also the
female vulnerability that, evenin large
families, care is still exercised by a single
person, contributing to their burden,
compromising self-care and increasing
the risk of illness®222.

Regarding family functionality, it
was found that more than half of care-
givers had good family functionality.
The satisfactory bond between family
members and good family functionality
improve care provision to sick people.
Healthy emotional involvement among
family members generates positive
feelings and a better relationship, in ad-
dition to changing the sense of burden
that the responsibility and obligation
of care can entail. This satisfactory
family relationship can help to reduce
the burden levels, favoring the positive
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Variables n % Mean SD p value
Nervousness/tension
Yes 25 4099 2989  0.639 0.003%*
No 36 59.01 2476 0.646 :
Physical aggressiveness
Yes 21 34.40 2.967 0.622 0.017**
No 40 65.60 2539  0.680
Agitation
Yes 27 44.30 2.937 0.700 0.011**
No 34 55.70 2.487 0.616
Subscale A - Subjective
Caregiver sex
Women 45 73.78 1.826 0.125 0.013***
Men 16 2622 1270 0.101
Presence of children at home
Yes 16 26.22 2.028 0.232 0.049%**
No 45 73.78 1.556 0.104
Relationship with patients
Unsatisfactory 4 6.55 2750 0479 <0.007****x
Satisfactory 37 60.65 1.760  0.109
Very satisfactory 20 32.80 1319 0.170
Refusing medication
Yes 14 2295 2083 0.232 0.029%**
No 47 77.05 1.560 0.106 0.0719%***
Nervousness/tension
Yes 25 4099 2,000 0.184 0.014%**
No 36 59.01 1458  0.099
Lack of hygiene
Yes 18 29.50 2.115 0.229 0.013%**
No 43 7050 1498  0.094 0.027%****
Subscale E - Subjective
Physical aggressiveness
Yes 21 3440 4197  0.641 0.004**
No 40 65.60 3.668 0.654
Agitation
Yes 27 44.30 4.048 0.626 0.043**
No 34 5570 3.693 0.710
Nervousness/tension
Yes 25 40.99 4.063 0.640 0.042**
No 36 59.01 3.702 0.697

*ANOVA test; **T test; ***Mann-Whitney U test; ****Median test; *****Kruskal-Wallis test.

Table 5 - Difference in mean and median of objective burden scores and their respective subscales B
and D according to the troublesome behaviors presented by people with mental disorders, Vitéria de

Santo Antédo, Pernambuco, Brazil, 2019

Variables n % Mean SD p value
Subscale A - Objective
Verbal threats/aggression
Yes 20 32.80 3.394 0.834 0.011%
No 41 67.20 2.791 0.794 :
Nervousness/tension
Yes 25 40.99 3.293 0.823 0.019%
No 36 59.01 2778 0.814 :
Soliloquy
Yes 22 3606 3439 0714 <0.001**
No 39 6394 2735 0.822
Subscale B - Objective
Presence of other sick people in the house
Yes 25 40.99 2.250 0.233 0.035%**
No 36 59.01 2.004 0.130 0.07 1****
Breaking objects
Yes 18 2950 2352 0.194
No 43 70.50 1950 0.136 0.030%***

To be continued

feeling in relation to the care provided
to people in mental distress by their
relatives™. Furthermore, support for
family members who exercise the role
of caregiver and the division of respon-
sibility for care improves quality of life,
decreasing their chances of becoming
ill and the mental burden associated
with the role of caregivers.

Still on the family Apgar, women with
mental disorders and the presence of
children in the same household resulted
in a lower score in this index, that is,
less family functionality. Mental illness
sometimes impairs self-care, attention
to others, causing changes in the daily
routine. Furthermore, the involvement
of women with a mental disorder re-
quires care shared by the whole family,
which does not always occur, causing
collective losses and family function-
ing®. Moreover, women play the role
of mother, sometimes without adequate
family and social support, which can
contribute to woman caregiver burden
and, consequently, problems in family
functioning. Therefore, it is necessary
for all family members to develop skills
related to the assistance provided to
people with mental disorders in daily
activities and resocialization, especially
in the presence of children who need
concomitant care, since this role is not
only for women®",

Although this study did not show
the relationship between family func-
tionality and burden, authors state
that some families have difficulties
in meeting the care needs of one of
their members due to several factors,
among which the relational ones stand
out. Taking on the role of caregiver
causes changes, sometimes negative,
in life projects, daily routine of families,
compromises leisure, increasing the
family’s responsibility for sick people,
which can generate a feeling of burden
to be carried and/or problems in family
functioning. Living in a dysfunctional
family can lead to mental suffering,
isolation or worsening of the illness®?*.

Specifically about the burden, tak-
ing responsibility for patients'medica-
tion was the activity that caused the
greatest objective burden. Troubled
behaviors, tasks related to patient
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Table 5 (concluded)
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other mental health problems® and,

Variables n % Mean sD p value ) . .
therefore, improve caregivers'experiences
Nervousness/tension in the process of caring for people with
Yes 25 40.99 2.307 0.186 | disordere*) hi
No 36 5001 1903 0138 0.043%%%% mental disorder .Inthis sense, nurses,
Subscale D - Objective through health education strategies,
Breaking objects can guide family members about the
Yes 18 2050 2861 0264 changes present in people with mental
No 43 7050 2279  0.82 0.04 7%= disorders, jointly develop interventions
Nervousness/tension to prevent worsening of the condition
Yes 25 40.99 2.890 0.261 0.025%** o
No 36 50,01 2146 04170 and promote mental health. Thus, it is
Soliloquy possible to help family members to deal
Yes 22 3606 3.068 0245 0.002%** with these behaviors presented by users,
No 39 63.94 2.103 0.173 0.013%***

reduce the burden and improve caregiv-

*ANOVA test; **T test; ***Mann-Whitney U test; ****Median test.

hygiene, night disturbance, concern about the future, finances
and health of sick people were responsible for generating sub-
jective high burden on caregivers. It is also noteworthy that the
mean and median of the family burden score were substantially
influenced by sick people’s troublesome behaviors.

A research of 82 caregivers of children or adolescents with
mental disorders showed an objective high burden regarding
assistance in activities of daily living, such as supervision of medica-
tion taking and high subjective burden regarding supervision of
troublesome behaviors?, Another investigation with caregivers of
family members with mental disorders at CAPS and a psychiatric
hospital showed greater burden regarding Supervision of patients’
troublesome behaviors and the impact on daily routines, greater
objective burden regarding Assistance to patients in daily life,
which is uncomfortable when supervising troublesome behaviors
and greater concern for the future®. For some authors, excess of
concern and overprotection in the care process interferes with
privacy and compromises the subject’s autonomy, in addition to
promoting subjective high burden related to the feeling of concern
of relatives with their relatives under treatment®”.

Non-adherence to pharmacological treatment favors the ag-
gravation of signs and symptoms of mental disorder, increases
the risk of frequent hospitalizations and suicide of people with
mental disorders. Thus, such problems can cause greater burden
for caregivers for requiring greater monitoring of medication use,
even in users who accept the medication®. The presence of posi-
tive, negative and/or cognitive symptoms tends to increase the
burden of caregivers who expend more energy to compensate
and/or understand the reasons for troublesome behaviors than
in overcoming them or the symptoms presented by the person
with mental disorder®. Additionally, it should be noted that sleep
disorders, found in this study, also have a substantially negative
impact on the functioning and well-being of users and caregiverst°.
Insomnia specifically contributes significantly to the worsening
of delirium and hallucinations in people with schizophrenia®'=3,
increases the chance of recurrence of depression®?, suicidal ide-
ation and attempted suicide®. In the caregiver context, burden,
stress and vulnerability to chronic diseases are accentuated®¢3#),

Authors state that insomnia can be a causal factor of mental ill-
ness or a symptom of iliness installed. Thus, they recommend early
assessment of sleep disorders in people with mental disorders,
whose treatment can have a positive impact on the prognosis of

ers'well-being“?,
Study limitations

The limitations include a small sample size, selection of partici-
pants in a non-probabilistic manner and execution of the study at
only one CAPS.Thus, it is suggested to carry out similar research
with larger samples of users and family members of other CAPS
in order to avoid possible biases.

Contributions to nursing, health, and public policy

The changes in the mental health nurses’ work process, after
BPR, aim at a professional who not only promotes the repetition of
techniques, but has a holistic view that considers the individuality
of the human being, interpersonal relationships and living with
the family, with a view to self-care and subject empowerment.
The study provides evidence on factors that led to changes in
family Apgar scores and burden such as: women with mental
disorders and the presence of children in the same household
(family Apgar); relationship difficulties between caregiver/patient;
behaviors presented by the person with mental disorder (burden)
that may subsidize nursing interventions to assist family members
in the process of caring for people with mental disorder.

CONCLUSION

Regarding family functionality, over half of caregivers had
good family functionality. Women with mental disorders and
the presence of children at home caused statistically significant
changes in the median of the family Apgar score. No relationship
was found between family functionality and caregiver burden.

Regarding the global score of objective and subjective bur-
den, subscales A and E presented, respectively, a greater mean
of objective and subjective burden. In terms of difference in
mean, it was demonstrated that difficulty in the relationship
between caregiver and patient, nervousness/tension of patients,
physical aggression and agitation increased the global mean of
subjective burden. The troublesome behaviors presented by
patients, such as physical aggression, threats/verbal aggression,
refusing medication and lack of hygiene, significantly increased
the mean of subscale A - objective and E - subjective, in addition
to increasing dissatisfaction with caring for people with mental
disorders. Furthermore, it was evidenced that family members

Rev Bras Enferm. 2021;74(5):€20201061 7 of 9



who care for women with mental disorders, children in the same
residence, unsatisfactory relationship with sick people who need
to deal with refusal of medication, nervousness/tension and poor
hygiene of patients presented greater subjective burden related
to Assistance to patients in daily life (subscale A).

Itis recommended that family members responsible for caring
for people with mental disorders receive differentiated attention
by mental health services, especially nurses, in order to support
them in their demands through qualified listening and mediation
of family conflicts, aiming at a better distribution of domestic
chores and reducing their burden through the co-responsibility
of other family members for caring for sick people.

Family functionality and burden of family caregivers of users with mental disorders
Andrade JJC, Silva ACO, Frazao IS, Perrelli JGA, Silva TTM, Cavalcanti AMTS.
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