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ABSTRACT

Objective: This article’s aim is to determine the incidence of anxiety, depression, and hopelessness
among 54 family caregivers of patients with neuropsychological sequelae after brain injury in
adulthood. Methods: This is an observational cross-sectional study and quantitative analysis,
developed in a rehabilitation center (Associagdo de Assisténcia a Crianca Deficiente - AACD) located
in the city of Sao Paulo. The following instruments were applied: Beck Anxiety Inventory (BAl), Beck
Depression Inventory (BDI), and Beck Hopelessness Scale (BHS), along with a questionnaire to
characterize the sample. Results: Data was statistically analyzed and 55.6% of the family caregivers
showed signs of anxiety, 20.4% depression, and 31.5% hopelessness. Conclusion: It was concluded
that the family caregivers in this study were under significant psychological distress, indicating a
need for actions aimed specifically at them in rehabilitation programs.
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INTRODUCTION

Acquired Brain Injury (ABI) is an injury
that occurs in the brain during the life of the
individual.? It may be the result of cranial-
encephalic trauma (CET), cerebrovascular
accident (CVA), anoxia, infections, or brain
tumors;? the first two etiologies are most
predominant in rehabilitation centers.®> The
sequelae and evolution are very specific,?
depending on factors such as age, pre-morbid
conditions, etiology, time, and location of
the injury.* The changes can be physical and
neuropsychological, involving  cognitive,
emotional, and behavioral factors,>® which
can be diagnosed by the investigative method
of neuropsychological assessment.

In a neuropsychological assessment,
carried out exclusively by a psychologist,
validated and standardized tests are used
to qualitatively and quantitatively assess
the skills of attention, reasoning, memory,
executive functions, aspects of humor, and
behavior, among other things.” On the basis of
this assessment, the psychologist structures
the clinical diagnosis and assists in establishing
the cognitive profile of the patient, delineating
the prognosis, and defining cognitive
rehabilitation programs.®

The patient, depending on their level of
autonomy and independence in facing the
demands of daily life, often needs a caregiver.
The family caregiver is any member of the
family who voluntarily or not, assumes the
task of taking care of the patient,® knowing
about his or her current condition of life, and
considering the clinical and social situation.*®
This care may include tasks related to everyday
activities, such as personal hygiene, feeding,
medication routine, monitoring health services
and other activities carried out regularly, such
as going to banks or pharmacies.*

The sequelae of the injury often cause
sudden and dramatic changes in the life of
individuals and their families. The motor
impairments may hinder the capacity of
the patient to move around or to perform
activities of daily living, such as eating,
bathing, and dressing. Neuropsychological
changes, significantly impacting,’*** also
hamper the routine, since memory deficits,
aggressiveness, and mood disorders may
prevent the organization of daily life and the
return to previous professional and social
activities.’>* The family caregiver experiences
physical and emotional overload while facing
the neuropsychological changes of the
patient.®

There is a process of retraining necessary
throughout the patient’s environment,* since
the sphere of priorities is established around
the most disabled family member and the
needs of others are less evident, causing
changes in roles assumed by each person.'®
This new setting influences the stages of
development expected for each stage of the
life of the individual and his family, causing an
interruption in their lives.'’

The family experiences a deep feeling of
loss when it realizes that the affected person
is different from how they were before.’®
The neuropsychological changes in patients
make their relatives face mourning in life;*
the family is dedicated to the recovery of the
patient at the same time that it deals with
the symbolic death of previous aspects of his
or her personality, having to live with it and
adapt to this new reality.?

The physical changes are perceived
soon after the injury, but the behavioral and
cognitive disorders will be noticed some
time later, while living with the patient.1®2°
Treatments in Brazilian rehabilitation centers
often begin long after the injury, with the
patient already showing both physical and
neuropsychological consequences.> The aim
of rehabilitation is, within a given period of
time, through interventions from a multi-
professional team, to provide support for
the patient to reach or to maintain their
maximum functional independence, allowing
improvement in his quality of life.?*

All these changes experienced by the
family caregiver can negatively influence
the patient’s emotional state, leading to
high levels of psychological suffering.!*??
Significant indices of depression, anxiety,
and hopelessness were verified in people
who have suffered major disruptions in their
lives.?® Anxiety is characterized by the
anticipation of a future threat, real or not,
generating excessive concerns that are difficult
to control.?”?® Depression is a mood disorder
which is characterized mainly by feelings of
sadness, hopelessness, tendency to passivity,
and changes in appetite and sleep.®®
Hopelessness relates to the dimension of
pessimism and with negative expectations for
the future.?®3°

OBJECTIVE

Corroborating the literature, this study
seeks to identify the incidence of depression,
anxiety, and hopelessness in family caregivers
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of patients with neuropsychological changes
caused by acquired brain injuries. Such rates
will be related with data to characterize the
patient, his or her family, and aspects related
to the role of caregiver.

METHOD

This is a cross-sectional observational
study, with a quantitative analysis. In the
sample were included family members of
both genders, with age above 18 years, who
have become caregivers of patients who
were diagnosed with impairments through a
neuropsychological assessment carried out
between 2010 and 2014 during treatment in
the AACD - lbirapuera rehabilitation center
in Sdo Paulo. Only one family member per
patient was included in the sample. They
were recruited by telephone contact, and
presented themselves as being one of those
responsible for care. The study excluded
relatives of patients who were submitted to
neuropsychological assessment who had not
presented any changes, relatives of patients
who had neuropsychological changes caused
by progressive diseases, relatives under
the age of 18, and caregivers who were not
related.

In the present study, 78 subjects met the
criteria; of those, 11 missed the scheduled
interview on two occasions, 5 reported
difficulties in transport, 4 did not reply to
phone contact after four attempts, 2 reported
health problems, 1 had no time available,
and 1 whose patient had died. Therefore the
sample for this research was composed of
54 family caregivers of patients who suffered
brain injury.

The study was approved by the Ethics and
Research Committee of the institution. The
data were collected by only one individual
interview, in a private setting, with the consent
of the participants through their reading and
signing the Free and Informed Consent Form.
The questionnaire applied to characterize
the sample was prepared specifically for
the purposes of this research, based on the
literature, 13223132 with questions to identify
the patient, the family, and aspects related to
the role of caregiver.

In addition to that questionnaire, the
following tools were applied: Beck Anxiety
Inventory (BAI), Beck Depression Inventory
(BDI), and Beck Hopelessness Scale (BHS), all
translated and validated for use in Brazil by
Jurema Alcides Cunha.® The BAI is composed
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of 21 items that cover the most frequent
symptoms of anxiety, with each item scored
from 0 to 3 and the higher the score, the more
severe the symptoms. The classification of
anxiety is performed through the following
levels: minimum (scores from 0-10), mild
(11-19), moderate (20-30), and severe (31-
63). The BDI is composed of 21 items that
assess symptoms related to depression,
with each item scored from 0 to 3; the
presence of depression is considered above
the score of 18. The BHS is composed of 20
questions that can score 0 or 1, the higher the
score, the higher the level of hopelessness,
classifying the levels: minimum (0-3), mild
(4-8), moderate (9-14), and severe (14-20).
The three instruments are filled in via self-
assessment.

The data were analyzed using the SPSS
17 and Minitab 16 programs. The Chi-square
test was used to correlate the values of each
scale with the questionnaire variables and
the Chi-Square test was used again with
the Yates correction to measure the degree
of correlation between the three scales.
Statistical significance was defined as p < 0.05.

RESULTS

The sample was composed of 54 family
members with average age of 54.8 years
(SD = 13.3). Of these, 79.6% were females;
the largest portion (37%) was composed of
the wives of the patients, followed by their
mothers (35.2%) with the remainder being
their children, brothers, fathers, cousins, or
nephews. The majority (70.4%) lived with
a partner. In relation to time as caregiver,
64.8% had performed this function between
1 and 5 years, 22.2% from 6 to 10 years, and
12.9% from 11 to 24 years. In relation to the
distribution of schooling 38.9% completed
elementary level, 26%, high school level, and
35.2%, college level. As for family income,
16.7% earned from 1 to 2 minimum wage
salaries (MS); 20.4%, from 2 to 3 MS; 7.4%,
from 3 to 4 MS; 14.8%, from 4 to 5 MS, and
40.7%, earned more than 5 MS. The great
majority of the sample (92.6%) declared
having a religion.

These family members were
responsible for the care of 54 patients with
neuropsychological sequelae. Of these
patients, 51.9% had a stroke diagnosis, 44.4%,
a CET diagnosis, and 3.7%, an anoxia diagnosis.
The patients had a mean age of 48.6 years (SD
=19.1) and 70.4% were male. The mean time
elapsed from the date of the injury until the

moment of the interview was 6.5 years (SD
= 4.6). Of these patients, 38.9% were under
treatment at the AACD at the time they were
interviewed.

According to the results of the
instruments applied, 20.4% of the sample
presented signs of depression. In relation
to anxiety, 44.4% of the family members
presented a minimum level, 22.2%, mild,
20.4%, moderate level, and 13%, severe. In
the distribution of the level of hopelessness
68.5% presented minimum level, 22.2%,
mild level, 5.6%, moderate level, and 3.7%,
severe level.

Analyzing the degree of relationship
between the scales, only the relationship
between anxiety and depression reached
statistical significance (Table 1).

The indices of anxiety, depression, and
hopelessness were related with the data
obtained through the questionnaire to cha-
racterize the sample. Although the following
categories were not statistically relevant,
they constitute data to characterize the role
of family caregivers. When questioned as
to whether they had given up on personal
plans after becoming caregivers, 87% of the
sample answered yes; 61% said they felt the
need for psychological help after assuming
this role; and 70% mentioned receiving help
from another person in the care of the pa-
tient. Of the family members, 59.3% chan-
ged their working situation, i.e., stopped
working after the injury occurred and vice-
-versa. However, of these, only 31% related
this change with the fact of having become a
caregiver. The majority of the sample (57%)
considers they dedicate less time to them-
selves than they like, 26% said that the time
dedicated to themselves was ample or suffi-
cient, and 17% said they never dedicated any
time to themselves. Of the family members,
55% stated that there was a change in the
relationship with the patient after the injury;
of these, 35% classified it as negative. The
categories with a significant p-value, or with
a tendency toward significance are shown in
Tables 2 and 3.

When asked which neuropsychological
change of the patient most bothered them,
each family member mentioned only one
change. These were grouped in Figure 1.

DISCUSSION

The analysis of the indices of anxiety,
depression, and hopelessness was significant.
Studies with family caregivers of patients with
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ABl indicate different emotional consequences
to the family member such as indications of
stress, anxiety, and depression, 31922242633

Of the family caregivers interviewed in
this study, considering the levels of mild to
severe, 55.6% presented anxiety. This index
was higher than the results of previous studies
with family caregivers.?*** Wallace & Bogner?
discuss the fact that the family member
has greater awareness of the sequelae and
limitations of the patient than the patient
himself, causing the family member to
suffer greater emotional exhaustion. Often
the family member does not recognize the
cognitive, emotional, and behavioral changes
as neuropsychological sequelae, believing
that such changes are related to the will of the
patient, that all his behaviors are intentional.
This factor may cause anxiety in the caregiver,
because when the patient does not recognize
his own limitations, many times he devotes
less than the family member to the recovery
process.

The majority of family members (64.8%)
had been performing the role of caregiver
for a period between 1 to 5 years. Yikilkan
et al.,*® when comparing groups of family
caregivers who perform such role for different
periods of time, noticed that after the fifth
year as a caregiver, the indices of anxiety in
the family member decrease. In the present
study, the fact that the majority of the sample
had assumed the role of caregiver for less
than 5 years may have contributed to the
high indices of anxiety. This first phase after
the injury is the period in which the family
member invests in the improvement of the
patient more intensely and searches for fast
results; after the fifth year post injury the
family caregiver faces greater frustrations of
his or her expectations of total recovery for
the patient.

The family caregiver who is available
to invest in this recovery process is faced
with his own restrictions and with others
imposed by the sequelae of the injury, often
presenting difficulties in acknowledging
the limits of this recovery, which generates
high expectations. When faced with the
impossibility of the patient’s full recovery
of their previous condition, the family
caregiver feels frustration, but still longs for
the return of the personality characteristics
that existed before the injury; possibly, in
their fantasy, the patient’s recovery also
would allow the resumption of his life as it
was before becoming a caregiver. All these
situations can be experienced by the family
caregiver as moments of loss, anguish, and
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Table 1. Relationship between anxiety (BAl) and depression (BDI)

BDI No Yes
Minimum 53% 9%
Light 21% 27%

BAI
Moderate 21% 18%
Serious 5% 45%

p - value = 0.010 (Yates)

Table 2. Relationship of the indices of anxiety (BAI) with variables from the characterization
questionnaire

Minimum Light Moderate Serious Total
BAI p-value
N % N % N % N % N %
Presents health problem after No 16 29.6 6 1.1 0 0.0 2 37 24 444 0.010 ()
DB € EeTEEvE Yes 8 148 6 111 11 204 5 93 30 556
No 19 352 8 111 ) nmir 2 37 35 64.8
Makes use of psychiatric medication 0.081
Yes 5 93 4 148 5 93 5 93 19 35.2
The neuropsychological change of No 10 185 0 74 1 1.9 ! 1.9 12 222 0074 (Y)
i [PielifEmii & Delinersems Yes 14 259 12 00 10 185 6 111 42 778

Table 3. Relationship between the indices of depression (BDI) and variables of the
characterization questionnaire

No Yes Total

BDI p-value
N % N % N %

Change in their work status after becoming a No 15 27.8 7 13 22 40.7 0.083
caregiver Yes 28 519 4 74 32 593
No 31 57.4 4 7.4 35 64.8

Makes use of psychiatric medication 0.063 (Y)

7

Yes 12 22.2 13 19 35.2

impotence that also influence the onset of
depressive symptoms, since the factors that
generate anxiety can also affect the onset
of depression. Most family caregivers of the
sample with positive indices of depression
also presented a severe index of anxiety,
corroborating such a relationship.

In relation to the analyzed sample 20.4%
presented positive indices of depression,
which is lower than the rates found in the
literature.*?32435 However, it is clinically
relevant, considering the mental suffering of
this portion of the sample. The low index of
hopelessness found (31.5%) may be related

16.7%
11.9%
9.5%  9.5%  9.5%
4.8%
I 24%  24% 2.4% 24%  2.4%
- N N N .
A o &
3 é & ¢ N JR P W o
& & & F L & Q;\\ & é“e <>° F ¢ & ©
& & 5 & & N N IS & QA K9 s
SR QA & T
o & ¥ IS & <@ K Q©
o & v

Figure 1. The distribution of the frequency of neuropsychological changes that annoy the
family caregiver
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to the low index of depression, since the
hopelessness is seen as one of the symptoms
of a depressed mood.* In the same way, the
high percentage of relatives with religion
(92.6%) may be considered a relevant data
for these indexes, functioning as the coping
mechanism and as a means of emotional
and social support. Another factor that may
be related with this result is the fact that
part of the family caregivers of the research
(20%) referred to a positive change in the
relationship with the patient after the injury,
confirming the literature findings that confirm
positive repercussions on the family member
to become a caregiver, as an opportunity to
develop new skills and qualities, personal
growth, satisfaction, closeness to the family,
and the resolution of previously existing
conflicts.?

The health problems reported by the
majority of the family caregivers (56%) such
as fibromyalgia, hypertension, and gastritis,
among others may, in addition to physical
wear, indicate psychosomatic aspects as a
consequence of the demands of the care
provided to patients.?* The changes in the
family caregiver’s health may be related to the
limited time for self-care; a great majority of
the sample (74%) referred to never dedicating
time to themselves or devoting less time
than they like, and an even larger part of the
sample (87%) said they had given up on their
own plans in order to become a caregiver. In
addition, the role of caregiver often makes
the family member neglect their own needs,
nullifying  themselves and increasingly
aggravating their health and quality of
life.1%2233 The results of the present study
indicate that the number of family members
who mentioned health problems after
becoming caregivers is significantly higher
than the rates of depression and anxiety. The
answers of family caregivers to questions
about their own health depend on their level
of awareness of the relevance of their own
suffering and in recognizing that they also need
care. The family caregiver perceives health
problems only when he or she becomes unfit
to perform their daily activities;*? the focus of
their attention is on the patient, which makes
it difficult to perceive themselves as someone
who also suffers and requires attention and
care.®?

Of the family caregivers who make use
of psychiatric drugs (35.2%), the majority
presents some degree of anxiety, considering
the levels of mild to severe. With this result we
can infer that the use of such medications does
not necessarily prevent significant indices of
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anxiety, corroborating the hypothesis that the
use of medication may be more effective if
combined with other types of treatment, such
as psychotherapy. Of the family members in
this survey, 61% said they felt the need for
such treatment after becoming caregivers.

The majority of the sample showed a
change in their work status after having
become a caregiver (59.3%). Of these, only a
small part presented indices of depression.
This shows that, in addition to the changes
in family dynamics, there are changes in
other aspects of the caregiver’s life, such as
the professional. These transformations may
contribute to a process of illness.*?? In the
case of the family caregivers interviewed,
it was possible to infer that such change
has not contributed to the manifestation of
depression.

Authors affirm that the neuropsychological
changes of patients have a relevant influence
on the general state of health of their family
caregivers, leading them to experience
significant physical and emotional overload.?>%
Most family caregivers (78%) said they were
bothered by the neuropsychological changes
of the patients. Of the changes that most
often bothered them, the most mentioned
were social inadequacy and infantilization, in
agreement with the literature indicating that
the major complaints of family caregivers
are related to the behavioral and emotional
changes of the patients.!*?42633 Such changes
constitute relevant factors for the prognosis of
the patients, since that assists in determining
their degree of functional independence, as
well as in the possibility of resuming previous
activities such as returning to work and
redeveloping family and social relationships.*?
The neuropsychological sequelae contribute
to a greater isolation of the patient, also
impacting the life of the family, and even
causing changes in their social roles and
isolation from their the previous social group.®

CONCLUSION

This study led to confirming the relevant
mental suffering of family caregivers of patients
with neuropsychological changes caused by an
adult-onset brain injury, observed through the
indices of anxiety (55.6%), depression (20.4%),
and hopelessness (31.5%). It was possible to
conclude that data from the family caregiver
such as the psychiatric medication used,
discomfort caused by the neuropsychological

change of the patient, health problems, and
the change in the work status after becoming
a caregiver presented a statistically relevant
relationship with the indices investigated.

There are very few Brazilian studies
focusing on family caregivers of patients with
neurological diseases. The present study
has implications both for the involvement
of family members in the rehabilitation
process of patients as well as in relation to
future research and interventions focused on
improving the quality of life of these family
caregivers.
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