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The perception of family caregivers regarding the changes that occur

after the diagnosis of dementia
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Abstract

Objectives: to identify the perceptions of family caregivers regarding the changes that
occurred in the family after an elderly relative received a diagnosis of dementia, measuring
the changes in the level of burden and analyzing the discourse of such caregivers. Method:
the research was conducted through an interview and sociodemographic questionnaire,
in addition to the application of a scale that measures caregiver burden, the Zarit Burden
Interview. These procedures were applied in two stages, in the multidisciplinary reception
of a geriatric clinic, and after three months of care. For the qualitative analysis, the
IRaMiuTeQ software was used, where, in the first stage, the results were as follows: in
the Descending Hierarchical Classification (DHC) four classes were identified: Time
(25.00%), Knowledge (33.00%), Consequences and Causes (19.40%); In the Word Cloud
(WC), the word “No” prevailed. In the second stage, DHC presented six classes, Current
Time (13.70%), General Causes (15.70%), Future Time (13.70%), Actions (17.60%),
Consequences (23.50%) and Immediate Causes (15.70%). The WC continued to refer
most frequently to the word ‘No’. For quantitative analyzes, the SPSS software was used.
Results: in most cases, the profile of caregivers was women (75.00%), wives (62.00%),
primary caregivers (87.50%), and the elderly (60-75 years). The assessment of burden
was moderate to severe (75.00%). Conclusion: caring for a relative with a diagnosis of
dementia has direct implications for family caregivers, especially family caregivers
facing the aging process. The demands of caring modify the family routine and greatly
increase the burden of caregivers.
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INTRODUCTION

Ahigh prevalence of chronic diseases is inherent
to the eldetly population is. One example of these
are syndromes of dementia, and there is a tendency
for the number of elderly people suffering from
this condition to increase. Population aging and
increased life expectancy lead, as a consequence,
to the emergence of chronic-degenerative diseases,
notably dementias'?. According to the Diagnostic
and Statistical Manual of Mental Disotders (DSM-5)*,
major neurocognitive disorder is a clinical syndrome,
which includes the deterioration of the cognitive
domains, behavioral changes and impairmentin one
or more of the following areas: attention; executive
functioning; learning and memory; language; motor
perception; social cognition. It also interferes with
social and occupational functioning. This situation
inevitably results in a reliance on care, and therefore
requires caregivers.

Alzheimer-type dementia and other diseases that
have a major psychosocial impact are considered

family-related diseases">*

, especially syndromes of
dementia, considered the 21st century epidemic, as

they require prolonged and specific care’.

The development of profiles of dementia has
implications for the life and social support network of
patients’. In Brazil, care for eldetly people with some
form of major neurocognitive disorder is generally
provided by families, with little or no institutional
support ot even specific policies for this purpose®.

Studies have demonstrated the social impact on
the health and well-being of formal and informal
caregivers™!”. It is they who immediately and directly
suffer the negative consequences of having to deal
with a relative with Alzheimer's disease!!.

It is important to highlight that the construction
of the care process continues throughout the life
experience of the family caregiver and is directed by
the reality of the family, as well as by the guidance
provided by the multiprofessional health team and
support groups and associations"'?.

In Brazil, data from epidemiological-type research
prevails. Studies related to the financial costs of
elderly people with dementia are still incipient in

gerontology literature" .

According to Ministry of Health Ordinance no.
2,528 (2006) which approved the National Policy
on the Health of the Elderly Person (PNSPI) and
revoked Ordinance no. 1,395 (1999), the caregiver
is any person, whether a family member or not,
paid or otherwise, formal or informal, who provides
care to an elderly person who depends on assistance
in their activities of daily living, such as eating,
personal hygiene, medication, being accompanied
to health services, bank services or pharmacies,
among others'’.

Another way to interpret the role of the caregiver
was provided by the Ministry of Health in the Basic
Care Handbook, which states that he or she is a
family member or non-family member who provides
care to a dependent elderly person. The caregiver’s
tasks involves accompanying daily activities, such as
aid with eating, personal hygiene, routine medication,
among others; assisting in the recovery and quality
of life of that person'”.

Therefore, eldetly people with dementia syndromes
need permanent care and usually receive this care
from their relatives. The construction of the caring
process is directed by the reality of the family and
the internal and external resources to provide care.
Understanding the resources of caregivers can help to
design psychoeducational interventions and changes
in health policies. The purpose of the present study
was to illustrate the perceptions of family caregivers
after an elderly relative was diagnosed with dementia,
measuring the changes in the level of burden and
analyzing the discourse of these family members.

METHOD

A qualitative study featuring a non-intentional
convenience sample, based on the demand met,
was carried out between September and December
2017, taking into account the difficulty of random
selection. The sample initially consisted of 19
caregivers receiving care in the geriatric service of
the Multidisciplinary Center for the Elderly (MCE)
of the Hospital Universitario de Brasilia (HUB).

It is worth noting that around 20 elderly people
enter the MCE per month, and there was therefore
an expectation that the sample would include the
study of at least 50 such individuals. However, the
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months evaluated were atypical due to holidays
and internal activities, leading to the closure of the
outpatient clinics.

Itis also worth noting that, as this is a qualitative
study, there was no minimum expectation for the
sample, as the validity of the research is not based
on the size of the sample, as in a quantitative study,
but rather on the depth with which the study is
performed. Trivinds'® states that in qualitative
research random resources can be employed to
fix the sample. In this case, one can intentionally
decide the size of the sample, considering a series
of conditions, such as subjects that are essential to
clarify the subject in focus, from the point of view
of the researcher, including ease of meeting people,
the time individuals have available for interview
and so on.

For the inclusion criteria, we selected family
caregivers with a minimum age of eighteen, male or
female, literate, with the following levels of kinship:
spouse, son or daughter, brother or sister, grandson
or granddaughter, nephew or niece, son or daughter-
in-law. We excluded formal caregivers hired by the
family and those who cared for relatives without the
diagnosis of dementia.

After the inclusion and exclusion criteria were
applied, and including after the beginning of the
study, four elderly patients withdrew for the following
reasons: one patient, who described herself as a
relative (because of her proximity to the elderly
person) was actually a formal caregiver (exclusion
criterion); in one patient cognitive decline, rather than
dementia, was observed on a follow-up appointment;
one patient was institutionalized, and was unable to
continue care or continue as the objective of this
study; one family member gave up and appeared
unmotivated for further meetings.

In the end eight family caregivers were evaluated,
with a median age of 67 years (33-75 years) who
cared for elderly persons with a median age of 73
years (67-84 years), selected at the reception unit of
the multidisciplinary care center, which consists of
physicians and medical residents, physiotherapists,
odontologists, pharmacists and pharmaceutical
residents and social workers, the latter being
responsible for receiving the elderly within the

service and who were solely responsible for the
procedures that made up the methodological process.

The initial care in the reception unit is carried out
once a week in the morning, where each professional
carries out an initial approach specific to the area for
around 30 to 50 minutes. After the consultations, a
multidisciplinary team meeting is held to discuss the
cases and create the therapeutic care plan.

The materials used were divided into three, as
described below: a) socio-demographic evaluation,
which aimed to evaluate the socioeconomic and
demographic reality in which the family member
and the elderly person are inserted, consisting of
21 objective items relating to the dimensions of
family, financial situation and support network; b) an
interview about the perception of the caregiver, which
is composed of five open questions that allowed the
free expression of the interviewees in the dimensions
of diagnosis, difficulties and perspectives; c) the
Zarit Burden Interview scale.

The Brazilian version of the Zarit Scale
was used to evaluate caregiver burden. This is a
standardized and validated instrument used in the
study of the impact of mental and physical illness
on informal caregivers. It allows the assessment of
the burden of the informal caregiver and includes
information about health, social life, personal life,
financial situation, emotional situation and type
of relationship. The scale is multidimensional, and
evaluates the factors of impact of delivering care,
interpersonal relationship, expectations of caring,
and perception of self-efficacy. Scores range from
zero to 88, and the higher the score, the greater the
burden of the family caregiver'.

The procedures were divided into two types:
methodological procedures and data analysis.

The methodological procedures involved three
steps:

1 - Selection, carried out during the social service
operating hours, in the reception unit of the geriatric
clinic. A Free and Informed Consent Form was
read and signed by all the caregivers, once they had
received information about the objectives, content
and duration of the interview, the conditions of
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participation in the two phases of data collection
and the rights of the participants.

2 - Evaluation in the reception unit, where
the following instruments were applied: a socio-
demographic assessment, in order to identify the
profile of the family caregiver; the Zarit Scale, to
measure the informal caregivet's level of burden;
and an interview recorded with a digital device
and transcribed in its entirety by the researcher,
to identify the perception of the family caregiver
about the reality of caring for an elderly relative
with dementia. This phase had an average duration
of 40 minutes for each participant and was carried
out individually. Pre-intervention was performed
from September to December 2017. The instruments
were applied by the researcher, a social worker of
the geriatrics department/MCE/HUB.

3 - Evaluation following reception, in which the
following instruments were applied to the eight
participants who remained in the survey: the Zarit
Scale and the interview recorded in a digital device
and transcribed in its entirety by the researcher,
to identify the perception of the caregiver. The
researcher carried out this second evaluation in the
geriatric service/MCE/HUB on days and at times
previously scheduled with the participants. The post-
reception phase was carried from February to March
2018. By that time, the participants had already
returned for at least one medical consultation after
reception and at least one orientation provided by the
social service. The intervention of the social service
aims to get to know other relatives whether included
or not in the context of elderly care, to welcome them
into the service and to provide information about
how to deal with a family member diagnosed with
dementia, what risk situations should be avoided,
what measures should be taken from a legal point
of view, such as for example, the prohibition and
cessation of the elderly from driving a vehicle, and
also on the activities available in the geriatrics service.

The data analysis procedures were performed
for the quantitative and qualitative data. The most
recent version of the Statistical Package for the Social
Sciences (SPSS) was used for the quantitative data,
taking into account the fundamental statistical
assumptions for the correct use of the various
statistical techniques, which were the normal
distribution of the variables (Ko/nogorov Smirnov) and

homoscedasticity (Levene’s Test). All analyzes were

performed with a level of significance of p<0.05.

Some descriptive measures were generated for
the characterization of the sample and, as it involves
non-parametric distribution with the objective of
comparing whether the measurements of position
of two phases would be equal in cases where the
samples are dependent, Wilcoxon’s test was used.
This analysis was used to evaluate the Zarit Scale,
comparing the two phases in which these tests were

applied to the caregivers.

For the qualitative data, the interviews about
caregivet's perception were analyzed using the
IRaMuTeQ software (Interface de R pour les Analyses
Multidimensionnelles de Texctes et de Questionnaires), which
allows statistical analyzes on the textual corpus to
be made. The software used is licensed and free,
and enables different types of analysis of textual
data. With this analysis, it was possible to explore
the interviews, as they were recorded and literally
transcribed. Each interview generated a text and
the set of these texts constituted the corpus of the
analysis. The software requires that the raw textual
data be formatted in the manner read by the program
(txt), following which the analysis is processed. It
was first used in Brazil in 2013 and the area of health
has since appropriated this tool"” which uses Bardin®

for content analysis.

The present study was approved by the Ethics
Research Committee of the Universidade Catdlica
de Brasilia (Approval N° 2.233.802/2017) and
the School of Medicine of the Universidade de
Brasilia (Approval N° 2.306.606/2017), which also
approved the Free and Informed Consent Form.
The methodological procedures described were only
performed after submission and acceptance by the

referent Committees.

RESULTS

The data presented will always relate to the
caregivers who were the objects of this study.
The quantitative data will be presented for the
characterization of the sample (Table 1) and for the
comparison of the measures of the Zarit Scale of

care burden.
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Table 1. Sociodemographic description of family caregivers of the Multidisciplinary Center for the Elderly of
the Hospital Universitario de Brasilia. Brasilia, Distrito Federal, 2017.

Variables n %
Kinship

Spouse 5 62.50
Son/daughter 3 37.50
Income

No income 1 12.50
From one to four times minimum wage 6 75.00
Over five times minimum wage 1 12.50
Financial collaboration

Yes 6 75.00
No 2 25.00
Marital status

Married 8 100.00
Children

Yes 8 100.00
Age

From 30 to 59 2 25.00
From 60 to 75 6 75.00
Gender

Male 2 25.00
Female 6 75.00
Burden

Yes 6 75.00
No 2 25.00

The profile, based on social assessment, shows the
majority of the care is provided by spouses (62.50%),
with children (100.00%), who were eldetly (65.00%),
female (75.00%) and who claimed to suffer burden
through this activity (75.00%). It is noteworthy that of
these eight caregivers, four, all of whom were elderly,
became MCE patients, a husband and three wives,
with symptoms of anxiety and depression. In terms of
kinship and marital status, daughters and wives were
the most frequently responsible for providing care.

The information about experiencing burden in
Table 1 can be corroborated by the analysis of the level
of burden at the reception and post-reception phase.
After the Wilcoxon test, there was no significant
difference between the measurements at reception
and two months later, with p=0.40. However, there
was a tendency for the median caregiver burden to
increase from 26.00 (19-48) to 28.00 (14-58).

Regarding changes in the level of caregiver
burden, based on the Zarit Scale scores of mild

from 0 to 20, moderate from 21 to 40, moderate to
severe from 41 to 60 and severe from 61 to 88, the
caregivers scored from 19 to 48 and 14 to 58 in the
first and second stages of the survey, respectively.
In the first application of the scale, two sons or
daughters had mild burden, four wives and one
husband had moderate burden, with the husband
experiencing less burden, and one daughter had

moderate to severe burden.

In the post-reception application of the Zarit
Scale, the two sons or daughters with mild burden
obtained the same classification, however, the
daughter’s score increased (23 points) while the son’s
score decreased (14 points). The classifications of
the four wives and the husband, who had moderate
burden in the first phase, changed as follows: one
remained moderate, although with a higher score
(33 points), two increased from moderate to severe
(41 and 43 points), the burden of one wife changed
to mild (15 points), while the husband remained
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at mild, though with a lower score (19 points). The
other daughter continued at the moderate to severe
level with a higher score (58 points).

As the qualitative classifications relate to the
perception of the familiar caregiver, based on the
reality of study, the textual corpus was analyzed by
the IRaMuTeQ method in both stages (reception
and post-reception) using three methods, a)
Descending Hierarchical Classification (DHC),
from a dendrogram of word classes; b) Word
cloud, which is a lexical analysis as a function of
frequency; ¢) textual corpus (exemplifying the
discourse of daughters, wives and one husband),
for a greater understanding of the discussion about
the changes that occur following multiprofessional

Reception stoge

The DHC shows words that are similar to each
other. Figure 1 is divided into four classes, where
class four, categorized as "getting to know", is the
basis for the formation of other classes, covering
33.30% of the total content analyzed.

The DHC analysis presented four classes,
categorized here as Time (25,00%), Knowledge
(33,30%), Consequences (22,20%) and Causes (19,40%).

The word cloud (Figure 2) made it possible to
identify the keyword. The most frequent word: "No"
was compatible with the analysis of similitude. This
type of analysis makes it possible to use statistical

interventions. calculations on qualitative data, the texts®'.
|
Class 1 Class 4 Class 3 Class 2
25.00% 33.30% 22.20% 19.40%
to go out to get to know SO to tell
house to understand like this even
to leave love thing better
one time much house change
future think family all
difficult to know to arrive to take
to change to care for to give worried
disease more people to give
normal to feel to stay because
when day now
year
to speak now like this
more
to suffer like
no
affection change
to stay
thing
because

Figure 1. Dendogram of the words of the family caregivers of the Multidisciplinary Center for the Eldetly of

the Hospital Universitario de Brasilia. Brasilia, DF, 2018.
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Figure 2. Frequency of words analyzed in the content of the family caregivers of the Multidisciplinary Center
for the Elderly of the Hospital Universitario de Brasilia. Brasilia, DF, 2018.

The textual corpus that can exemplify the pre-
intervention moment are presented below:

“I don’t think I’'m a good caregiver, I learned from
my mother not to be subtle. The hardest thing is,
I have this duty every day, I have no day off. For
example, I retired a year ago, my life got worse
than when I worked, because I did not leave the
house anymore” (Daughter, 61)

“I feel it's something I have to do for him, even
if he was not my husband. Because, if it were me,
wouldn’t he? The hardest part is that I work every
day, but it’s not difficult for me yet. The family
routine, in fact I think we relied on him for many
things and then we stopped relying. That was
the change and the family was surprised to see
how much he was forgetting things and lost his
autonomy” (Wife, 65).

“I think it's even a pleasure to know, I say this

because on one hand we’re sad, but God gives

me health and I have enough strength to have
enough knowledge to provide quality care, the
care offers quality of life. So far there have
been no changes, because I take on the burden.
Because we did not give up on letting him do
things with our help, but letting him take the
lead, so there hasn’t been much change, just the
burden on me” (Wife, 69).

The difficulties of coping with the existing
changes for these elderly caregivers can clearly be
perceived. Even if such changes are denied.

Post-Reception Stage

The corpus of the DHC was divided into two
groups and four subgroups. In this second stage, the
word dementia was highlighted (23.50%), as can be
observed in Figure 3.
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|
Class 2 Class 4 Class 3 Class 1 Class 6 Class 5
15.70% 17.60% 13.70% 13.70% 15.70% 23.50%

because to bring to change food To dementia
to care for  to take to leave to know remember now
all people to want to give always dad
house difficulty to go out time also to speak
more when possible routine to ask to happen
change to like to need to get new to know
here toineed life worse to until
to leave son
fiays medical same to stay understand person
person wellbeing nothing no here there
like to change I to take away

on i
already house " d to think to forget to reply

al
thing thing ) God to speak day

to like
to like to go out . day doctor already

difficulty
to feel routine o) to stay to forget

to feel
to tell today ol more to know to lose
today to accompany to feel no family

to accompany
inside situation L to tell to reply much

situation

to occur to take away next
next
today to occur
to occur
much one time
inside
when
time

Figure 3. Dendrogram of the classes and frequency of words of the family caregivers of the Multidisciplinary
Center for the Elderly of the Hospital Universitario de Brasilia. Brasilia, DF, 2018.

The analysis by DHC presents six classes that
are categorized here as: Current moment (13.70%),
General causes (15.70%), Future (13.70%), Actions
(17.60%), Consequences 23.50%) and Immediate

causes (15.70%).

In the word cloud, the word "No" remains

constant in frequency, followed by much, difficult,

caring, dementia and family, according to Figure 4.
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Figure 4. Frequency of words analyzed in the content of caregivers of the Multidisciplinary Center for the Elderly
of the Hospital Universitario de Brasilia. Brasilia, DF, 2018.

To characterize the change in the perception of
the family caregivers, in the face of the reality of
caring, some excerpts from the post-reception phase
are described below.

“As a caregiver I try to do my best, there is not
much change. The only change is that when we
go to Unali, we have to take him.” (Daughter, 37)

“I would like him to be well enough to go out,
we had a lot of freedom to go out, he drove, I
did not drive, we didn’t stay at home, he was very
independent but we’re not anymore. The changes
aren’t slight, the routine of the family has changed,
we just take him to the doctor, get his medicine
when he needs it, but not much has changed”
(Wife, 69)

“The hardest thing, I don’t think, I don’t find it
hard to do what I do for her, I do it with pleasure
for her to be well, I don’t find anything difficult.
I give her food, I do whatever she needs. The
change I had was to stop working, even though
I was recovering from surgery, and there was the
normal concern for the children and the husband
for their mother. So there was no change, the
change that there was I think is because every
family suffers a lot with it.” (Husband, 71)

Thus, in the perspective of these relatives, the
context in which they are inserted is characterized
by changes, and it can be observed that they
contradict each other at all times, and these data

are discussed below.

DISCUSSION

Although significant differences in the
measurements of the Zarit Scale between the
reception and post-reception phases were not found,
the data of the present study revealed the presence
of burden in 75.00% of the relatives.

The results observed in this study are very similar
to previous studies, such as that by Enrique Ramon,*
which found that the daily care of a family member
with dementia generates changes in the family, as
well as burdening the main caregiver, who is usually

a daughter or a wife.

In terms of the profile of the elderly caregiver
found in the present study, of the sample of eight,
six were women (two daughters and four wives),
similar to the results of other studies. This finding is
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related to the issue of gender in the function of care,
which historically and even today has been attributed
to women, with daughters and wives assuming the
status of primary caregivers, which seems intrinsic
to the gender issue in the performance of the role
of caring®?!. Family caregivers carry out their role
in a context characterized by personal change, both
in relation to the person receiving care (those with
dementia suffer cognitive and behavior alterations
and experience changes in social roles) and in the
social and cultural context®.

In the present study moderate to moderate severe
burden was observed in five family members when
the Zarit Scale was applied. This finding points
to the considerable level of effort required from
caregivers who provide help in the self-care and
routine household activities of elderly persons with
dementia®*?’.

It was found that elderly caregivers at the time
of the study (one husband and three wives) were
diagnosed with depression and anxiety, a fact that
reveals frailty in the caregiver profile®”*. This reality
of the elderly caregiver has become increasingly
common and influences quality of life, acquired
burden, as well as the changes resulting from
aging®'. With the stressors of this age group, it was
found that the burden of the task of caring involves
physical, psychological, social and financial problems.

When attempting to understand how the family
member perceives themselves as caregivers and the
difficulties they face in this role, it was verified that
their reality is characterized by the change in the
context in which they are inserted®.

Their reports confirmed the degree of difficulty
in the unexpected situations of the behavior of the
elderly with dementia, which must be confronted by
the family caregivers. The challenge of caring needs

to be perceived by caregivers™.

In the present study it was possible to understand
that, despite the difficulties in dealing with an elderly
person with dementia, the family members perceive
themselves as caregivers with a range of feelings,
with apprehension and with physical, emotional
and financial burden. However, they face such a

condition with affection, spirituality and in some
cases, with the support of family members.

In addition, elderly people experiencing the
aging process and being caregivers of their relatives
experience worry over recognizing their own aging
and need for care’. It is assumed here that the
caregiver and the family require psychosocial support
in order to receive suggestions for coping with the
situation. In the present study, the importance of a
gerontology outpatient clinic which, in welcoming
the patient and the family, is considering a long-term
therapeutic plan, was clear.

The importance of the present study is based on
the fact that it provides continued investigation into
a subject of great current importance and urgency,
notably burden and the fact that the eldetly are taking
care of fellow elderly persons. Its limitations are
related to the reduced number of family caregivers
of the elderly, the short time gap in measurement
following reception, and the lack of comparison with
the group of family caregivers who had been receiving
care at the MCE for a longer period (six months, one
year), verifying if the time factor is important within
the multidisciplinary intervention variable.

CONCLUSION

The data from the present study show that caring
for a relative diagnosed with dementia has direct
implications for family caregivers. Faced with this
reality of aging, which demands care for the elderly,
itis important to rethink and expand the progress of
the Unified Health System, through the creation of
Reference Centers for Health Care for the Elderly.
Services related to diagnosis, treatment, follow-up
care of patients, guidance for family members and
caregivers, with a multidisciplinary care team, should
systematically support the needs of patients with
dementia and family members, not only in outpatient
and hospital settings, but also at home.

The family member, while presenting burden,
is perceived as the primary caregiver and often
assumes this condition alone, and is unprepared
for this sudden changes of roles, in other words
where children take care of parents.
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Due to these facts it is important to carry
out studies that investigate the profile of family
caregivers and the implications of this cate, especially
in the expanding scenario of elderly caregivers,
to understand the phenomenon as it affects their
reality, in order to provide theoretical support for
the formulation of public policies that guarantee a
network of support to these caregivers.
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