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Abstract This is a review of the literature on fam-
ily caregivers of patients with Alzheimer’s disease
from 2013 to 2017 available in the BVS, Scopus,
and PubMed databases. The descriptors used
(translated from Portuguese) were Alzheimer’s
disease, caregivers, elderly health, by combination.
Of the 163 papers analyzed, after applying the rel-
evance test, we selected 26 papers presented from
five thematic units: 1- Literature reviews; 2- Prev-
alence profiles of AD caregivers; 3- Qualitative re-
search that analyzes the feelings and sufferings of
caregivers; 4- Comparative studies and objective
tests; 5- Evaluation studies of intervention pro-
grams. The comprehensive and comparative anal-
ysis of the investigations highlighted differences
and similarities, advantages, and disadvantages of
the samples and methodologies adopted in Brazil
and the US. The articles analyzed factors that in-
fluence family caregivers impact with Alzheimer’s
disease, identifying the affective bonds involved,
the expected reciprocity, the physical, emotion-
al, and social costs associated with a prolonged
chronic illness and requiring increasingly complex
care. Family caregivers and older adults with AD
require a broad, accessible, or articulated support
network inside and outside the family.

Key words Alzheimer’s disease, Caregivers, Elder-
ly health
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Introduction

Population aging is a worldwide event due to the
increased life expectancy associated with sharp
drops in mortality and fertility rates. For the first
time in humankind’s history, people aged 60 and
over will outnumber children under 14, corre-
sponding to 22.1% and 19.6% of the world pop-
ulation, respectively’. In Brazil, statistics indicate
that, currently, one in ten people in the country is
60 years of age or older*’.

The 2015 World Report on Aging and Health*
reveals that the percentage of people over 60 in
Brazil grows above the world average. While the
number of older adults will double in the world by
2050, it will almost triple in Brazil. According to the
same report, Brazil will be the sixth country globally
with the largest number of older adults by 2025. A
projection estimates that older adults will increase
from 24.4 million to almost 70 million in 2050. As
the elderly population increases, chronic diseases of
old age gain greater expression, with a significant
increase in chronic disease incidence.

According to Pimenta et al.%, the aging pro-
cess generates significant changes in patterns of
morbimortality. According to WHO data*, “the
main negative impact of population aging is the
increased prevalence of NCDs, which are the
main causes of mortality and disability world-
wide”®. Older adults become frail and dependent
due to chronic degenerative diseases, caused pri-
marily by dementia syndromes.

NCDs are responsible for most diseases and
deaths in many countries, whether of high, me-
dium, or low socioeconomic status, and associat-
ed with advanced age, making the problem even
more significant. In Brazil, it is now considered a
real epidemic aggravated by the accelerated de-
mographic transition that has occurred and is
still occurring in the country, and changes that
took a hundred years to happen in Europe are
taking place in the country in two or three de-
cades’.

According to the 2015 International Alzhei-
mer’s Association Report?, it is estimated that a
new case of dementia is detected worldwide ev-
ery 3.2 seconds, and a new case for every second
is predicted for 2050. The number of Alzheimer’s
patients worldwide is expected to reach 65.7
million by 2030 and 115.4 million by 2050. Cur-
rently, 58% of the population with Alzheimer’s
is in developed countries, reaching 72% by 2050.
There are indications that one in ten people over
eighty years of age should have AD, and advanc-
ing age is the leading risk factor for the disease.

AD is already the third leading cause of death in
developed countries, second only to cardiovascu-
lar disease and cancer’.

The World Health Organization* estimates
the global prevalence of dementia at 47.5 mil-
lion, which is expected to increase substantial-
ly in the coming years, reaching 135 million by
2050. It also declares the need to make demen-
tia a global public health priority. According to
this WHO report*, the nine countries with the
largest number of people with dementia in 2010
(one million or more) were China (5.4 million),
the U.S. (3.9 million), India (3.7 million), Japan
(2.5 million), Germany (1.5 million), Russia (1.2
million), France (1.1 million), Italy (1.1 million),
and Brazil (1.0 million).

According to the Alzheimer’s Association',
there are 500,000 Americans aged 65 and over
with Alzheimer’s and other types of dementia.
Of these, approximately 40% are estimated to
have Alzheimer’s disease. More women than men
are estimated to have dementia since the higher
life expectancy of women increases the possibili-
ty of developing this or other types of dementia.
In 2010, the US Congress approved the National
Alzheimer’s Bill (PL 111-375), establishing the
Department of Health and Human Services to
develop a specific disease plan, updated annually.

Brazil already has 1.2 million people with
dementia. As the number of older adults has in-
creased significantly over the past 20 years, the
number of Alzheimer’s cases will increase con-
siderably. In our country, elderly care tends to be
family-based or institutional, and families are pri-
marily responsible for helping older adults with
physical or cognitive dependence, and this care
promoted by relatives has little State support!!.

Alzheimer’s disease (AD) is one of the most
frequent dementias. It is an irreversible and pro-
gressive brain disease. Advanced age increases the
incidence of neurodegenerative diseases, includ-
ing AD, significantly impairing memory and oth-
er cognitive functions, with sufficient intensity
to produce functional loss, including, eventually,
the loss of functions related to daily life or recog-
nition of people and places.

As it is an irreversible, progressive deterio-
ration process, AD requires full-time assistance
from a family or formal caregiver. Several stud-
ies associate this task with the caregiver’s physi-
cal and emotional exhaustion, showing an even
more significant burden in the face of the de-
mented older adult with cognitive symptoms'2.

There is a need to expand investigations on
the impact of dementia on the family, especially



on the health of the family caregiver, who can be-
come a “hidden patient”, given the predominance
of older adults caring for their peers. Ximenes
et al.” affirm that “the burden of providing care
makes relatives victims of the disease, plundering
their reserves, uncertainties and unpredictability
shakes their morals and belief that they are pro-
viding dignified care to their relatives”

Increased dementia is a globally relevant is-
sue. The rapid population aging associated with
dependence emerges as a challenge for Brazilian
public health because, despite national policies
for older adults’ care, in practice, the existing
resources to care for the dependent older adults
have been scant and insufficient™.

This literature review study selected nine
countries with the highest prevalence of demen-
tia in 2010, two countries in the Americas, the
US, and Brazil, the second and the ninth coun-
try*, respectively. This paper presents a compara-
tive study on research productions related to the
caregiver, emphasizing family caregivers.

Material and methods

The review started from the question: “How
does Brazilian and American literature address
the theme of caregivers of older adults with Alz-
heimer’s?” The bibliographic survey was carried
out in national and international journals pub-
lished from January 2013 to May 2017, available
in the Virtual Health Library (BVS), Scopus, and
PubMed databases. Descriptors doenga de Alz-
heimer/Alzheimer disease, cuidadores/caregivers,
satide do idoso/health of the elderly, by combina-
tion, were used.

The inclusion criteria for selecting the papers
were: a) is the study about caregivers of depen-
dent Alzheimer’s patients? b) does it address the
caregiver’s health? c¢) was it published from Jan-
uary 2013 to May 2017? d) was it performed in
Brazil and the US? Papers that did not establish
any relationship with the proposed theme did
not meet the selection criteria, and those that
were not found in full were excluded. The se-
lected papers applied the relevance test initially
in the titles, then in the abstracts, and, finally, in
the full-text review. Chart 1 explains the selection
process of the works included in the review.

A total of 163 papers were analyzed, and 135
texts were excluded after the relevance test, as
they did not meet the established criteria. Then,
28 articles were selected and included in this lite-
rature review.

We performed a comprehensive and compa-
rative analysis of the investigations, locating the
objectives, methods, sample, results, and princi-
pal conclusions. Care was taken to locate natio-
nal and international studies, and above all, to
highlight differences and similarities and advan-
tages and disadvantages of the samples and me-
thods adopted, signaling the relevance and rigor
of the results and the implications of the studies
and recommendations.

Results and discussion

In a recent national research agenda by the Minis-
try of Health?>, NCDs, particularly dementia, are
among the fourteen most relevant research lines
in the country. However, while the effectiveness
of elderly care and health practices is the target of
attention in the proposed investigations, nothing
was mentioned about the caregiver issue. For this
reason, it is urgent to highlight the place of family
caregivers and the elderly care demand, which is
expected to triple in the next thirty years.

The 28 selected papers were distributed in
five thematic categories: 1- Literature reviews; 2-
Prevalence profiles of AD caregivers; 3- Qualita-
tive research analyzing the feelings and sufferings
of caregivers; 4- Comparative studies and objec-
tive tests; 5- Intervention program evaluation
surveys.

Literature reviews

Two national literature review papers open
our analysis. Oliveira et al.’®, from Rio Grande
do Norte, analyzed 32 publications from 2006 to
2013, extracted from SciELO, PubMed and Bi-
reme, highlighting the physical and pathological
harm of stress to the caregiver, associated with
care practices, along with anxiety, depression, se-
vere heart disease, and immunological problems,
recommending continued interventions and a
professional support network. The authors point
out that studies, in general, do not differentiate
between family and formal caregivers.

Ximenes et al.* studied the scientific produc-
tion of books and theses, at the Virtual Health Li-
braries (BVS) in Sdo Paulo, between August and
October 2012, selecting 80 texts, of which some
common topics were analyzed in an overview.
Knowledge about the disease (AD) was high-
lighted from this scientific production, the care
reciprocity expected by the family, with empha-
sis on the caregiver’s fatigue and lonely role and
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Chart 1. Criteria for the inclusion and exclusion criteria of selected texts.

PubMed BVS SCOPUS Total
1449 946 701 3096
Works from 2013 to 2017 369 165 285 819
Full-texts available analyzed 32 78 53 163
Works related to the theme and inclusion criteria 10 11 7 28

the mobilization of opposing feelings of love and
anger, patience and intolerance, and fear and in-
security, requiring multiple supports.

In summary, on the one hand, studies em-
phasize stress, seen as the agglutinating element
of symptoms, and its reduction would bring
about an improvement in the caregiver’s quality
of life. On the other hand, the caregiver’s diffuse
malaise, fatigue, loneliness, and opposite feelings,
were highlighted, whose improvement would
come through interdisciplinary interventions.

Prevalence and profiles of AD caregivers

Three national surveys and one American
survey found the prevalence and profile of care-
givers. The American study by Wang et al.”” aimed
to examine the prevalence and association of
chronic disease among caregivers of people with
dementia, in a sample of 124 informal caregivers,
through thorough, descriptive, correlational, and
cross-sectional research, based on individual in-
terviews, sociodemographic data, and statistical
analysis. In the sample, 54 caregivers were be-
tween 45 and 64 years old, and 70 were between
65 and 74 years old, predominantly wives (n =
46) and daughters (n = 34), and to a lesser ex-
tent, husbands (n = 29). The results reveal that
81.5% (n = 101) of the sample has at least one
chronic disease, and this risk is three times more
likely in people aged 65 and over and four times
more likely in older women who are caregivers of
husbands, compared to male caregivers. The high
level of comorbidity in caregivers is noteworthy,
regardless of age.

A cross-sectional, qualitative-descriptive
study carried out in Brasilia by Seima et al.’®
aimed to interpret the care relationship between
family caregivers and older adults with AD. They
found that caregivers are women (n = 178; 86%),
aged between 22 and 83 years, living with the old-
er adults (n = 169; 81%), with more than eight
years of schooling (n = 147; 71%), no profession-
al occupation (n = 121; 58%) and a moderate

burden (n = 96; 46.2%). The study pointed out
that most caregivers do not participate in social
support groups, do not have the time to take
care of themselves, and rely on faith as the main
source of self-care in their daily lives.

Two other studies with smaller samples
reached similar results. Marins et al.”” conducted
a research in Rio de Janeiro, with 25 caregivers of
older adults with AD, in the light of Symbolic In-
teractionism (SI), to identify behavioral changes
in older adults with AD and distinctions in the
burden imposed on the caregivers. Mendes and
Santos® investigated the social representations
of family caregivers in an empirical, explorato-
ry, qualitative and quantitative study, carried out
in Sdo Paulo, using the Collective Subject Dis-
course as a method in which 21 family caregiv-
ers of older adults with AD participated. There
are complementary conclusions. While the first
points out that behavioral changes in older adults
with AD have an emotional impact and result in
stressful situations for family caregivers, the sec-
ond highlights that the social representations of
informal caregivers signal ideas of loss of free-
dom, moral duty, retribution, and inversion of
social roles in the context of these caregivers and
their older adults with AD.

Qualitative research analyzes caregivers’
feelings and suffering

Seven qualitative investigations, distributed
in six national and one American research, aimed
to identify the impact of Alzheimer’s disease ac-
cording to the informal caregiver and his family.
The first three Brazilian studies seek to shed light
on the effects of a degenerative disease such as
Alzheimer’s disease on the family, reflecting on
how the family system is reconfigured, how the
informal caregiver perceives AD and family sup-
port and, finally, what is the social representation
of the family caregiver about AD.

Brasil and Andrade” conducted an in-depth
qualitative study in Parand with three family



caregivers of AD patients through semi-struc-
tured interviews, using a phenomenological ap-
proach and field theory, in order to describe and
understand how the family caregiver’s field re-
configuration occurs. Four categories of analysis
were identified: ways of taking responsibility for
caring; main changes in the family of the family
caregiver due to the intensification of the experi-
ence; support from the social network as an aid
in coping with the act of caring; coping strate-
gies that combine the care of AD with the care of
one’s own life. The authors concluded that when
a serious illness affects a family, crises can hap-
pen, and it takes time for it to reorganize.

Andrade et al.”? conducted a study in Sao Pau-
lo on AD patients’ perception and the support
received from their family for care in the phe-
nomenological approach. Ten caregivers from
the Mutual Aid Group participated in the study
through individual semi-structured interviews
and focus groups. The study notes that caregiv-
ers require recognition from their families, and,
when incorporating care as a habit, caregivers
start to deny the need for support and consider
themselves self-sufficient.

Folle et al.® conducted a study with 26 rela-
tives of AD patients through interviews, analyzed
by the ALCESTE program. They aimed to know
the Social Representation of the disease. The re-
sults pointed out two thematic axes: 1- daily rou-
tine and care; 2- the social representation of AD
and its emotional, biological, and medical mean-
ings. The authors conclude that given the pa-
tient’s dependence and the repercussions of their
illness, overload is the main content that requires
attention in interventions aimed at caregivers.

Three national studies focus on the percep-
tion, impact, and difficulties experienced by the
family caregiver. Valente et al.*, researchers from
Rio de Janeiro, carried out a cross-sectional in-
vestigation with pairs of patients with dementia
and their primary family caregivers (n = 49) to
examine the relationship between the type of
dementia of the patient (VD: vascular dementia;
AD: Alzheimer’s disease; MD: mixed dementia)
and self-perceived health in family caregivers. It
was found that most patients were female, mar-
ried, or widowed, with a mean age of 75 to 76
years. They also found that 45% of caregivers
self-rated their physical health as “fair” or “poor”,
with a tendency for worse self-perceived health
in caregivers of patients in the AD group com-
pared to caregivers of patients in the VD and MD
groups, although this difference is not statistical-
ly significant.

Santos and Gutierrez” aimed to know the
quality of life of informal caregivers for the el-
derly (AD) in a study in Minas Gerais. Qualita-
tive research was carried out with 50 caregivers,
25 adults, and 25 older adults. The following in-
struments were used for data collection: WHO-
QOL-Brief, Geriatric Depression Scale and De-
pression Tracking Scale, and Anxiety Scale. A
second study by Ilha et al.* developed explor-
atory, descriptive research with a qualitative ap-
proach in Rio de Janeiro, through a focus group,
with six family caregivers of older adults with
AD, to learn about the difficulties experienced by
these caregivers. Both studies identified that fam-
ily caregivers experience physical, mental, and
social difficulties that impose challenges in liv-
ing and caring for older adults with AD, includ-
ing degrees of anxiety and depression. The first
study recommended caregivers to relieve worry
and burden, more opportunities to acquire new
information and skills, participation, and oppor-
tunities for recreation and leisure. The second
pointed out that overload can be minimized
through the construction and socialization of
collective care strategies.

Day et al.”, from North Carolina, U.S., aimed
to identify risk factors called “compassion fa-
tigue” in adult caregiving daughters. They state
that they can suffer fatigue from compassion,
which they define as a combination of helpless-
ness, hopelessness, inability to be empathetic,
and a sense of isolation from prolonged exposure
to perceived suffering. Twelve adult caregivers of
a father with dementia participated in the ran-
domized home training study. Content analy-
sis was applied to interviews. Four themes were
identified: uncertainty; concern; connection/af-
fection; tension. The findings indicated that adult
caregivers are at risk of long-term fatigue, sup-
porting the need for a larger study to minimize
this type of fatigue that weakens care.

As a whole, qualitative studies point out the
challenges of caring, living, supporting, and fac-
ing AD and its deterioration in the face of depen-
dence, the more significant burden of care associ-
ated with lack of hope, helplessness, and isolation
of the caregiver, factors that when combined, in-
crease the caregiver’s suffering and health risks.
They also point out that in cases where the care-
giver denies support due to self-sufficiency or as-
suming too significant burdens, the family care-
giver needs help to recognize possibilities, limits,
and ways of taking care of themselves.
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Comparative studies and objective tests

Four papers describe investigations through
comparative studies between patients with AD
and caregivers carried out through one interna-
tional and three national evaluative scales.

Sousa et al.® compared the load levels in
caregivers of patients with Alzheimer’s disease in
Brazil (n = 128) and Spain (n = 146) in an inter-
cultural, observational, and cross-sectional study
with outpatients with AD and their caregivers.
Caregivers answered the Zarit Burden Interview
(ZBI) and a sociodemographic questionnaire.
Patients were evaluated in five tests, with the
Mini-Mental State Examination (MMSE), the
Functional Activities Questionnaire (FAQ), the
Disability Assessment for Dementia (DAD), the
Neuropsychiatric Inventory (NPI), and the Clin-
ical Dementia Rating Scale (CDR). The authors
concluded that a high level of stress was report-
ed in Brazil by female caregivers, especially those
who could not count on a Day Care Center.

In Spain, the highest stress levels were asso-
ciated with younger caregivers living with older
adults with AD and who participate in Daily Care
Centers. High degrees of depression and anxiety
were observed in Brazilian caregivers and high
degrees of apathy and indifference, agitation,
aggression, and irritability among Spanish care-
givers. The authors highlight the importance of
addressing neuropsychiatric symptoms in AD
patients because they are an essential source of
burden for caregivers.

Truzzi et al.” conducted a study in Sao Paulo
with 150 family caregivers and patients to assess
distress in the face of neuropsychiatric symptoms
(NPS) of caregivers and patients with dementia.
They analyzed which factors of patients and care-
givers are strong predictors of caregivers’ distress.
Most patients had a diagnosis of AD (66.7%).
Caregivers were assessed using a sociodemo-
graphic questionnaire, the Beck Anxiety and De-
pression Inventories, and the Neuropsychiatric
Inventory — Distress. The patients were submit-
ted to the Mini-Mental State Examination, Func-
tional Activities Scale, and the Neuropsychiatric
Inventory. The results showed alterations result-
ing from AD disorders most affecting caregivers,
located in their M (measured by applied scales)
and SD (standard deviation). Apathy (M = 1.9;
SD = 1.8), agitation (M = 1.3; SD = 1.8) and ab-
errant motor behavior (AMB), (M = 1.2; SD =
1.7) were the most stressful NPS. The frequency/
severity of the NPS was the factor most strongly
associated with caregivers’ distress (rtho = 0.72;

p < 0.05) and concluded that early recognition
and management of apathy, agitation, and AMB
in patients with dementia by relatives and health
professionals possibly lead to a better quality of
life and care for patients and caregivers.

In a study in Sdo Paulo, Folquitto et al.*® in-
vestigated the correlation between neuropsychi-
atric symptoms (NPS) and caregiver burden in
1,563 individuals randomly selected and assessed
through the Mini-Mental State Examination,
Fuld Object Memory Evaluation, Informant
Questionnaire on Cognitive Decline in the Elder-
ly, and the Bayer Scale — Activities of Daily Living.
The Neuropsychiatric Inventory was applied to
caregivers to assess NPS and the Zarit Caregiver
Burden Scale to assess caregivers’ burden.

Borghi et al.*® conducted research in Parana
to compare the burden of the primary family
caregiver with that of the secondary caregiver of
older adults with AD and identify which dimen-
sion generates the most significant impact with
20 primary caregivers of older adults with AD
and 20 secondary ones. The Scale for the Eval-
uation of the Burden of Relatives of Psychiatric
Patients was used. The results showed that the
primary caregivers had a more significant bur-
den than the secondary caregivers in daily care
activities, and the concern with older adults was
the dimension that most influenced the subjec-
tive burden of caregivers. That is, the greater the
burden, the better the health planning actions
should be.

Data indicate that the severity of AD is pro-
portional to the caregiver’s burden, and the great-
er the degree of daily burden, the more directly
caregivers are affected in their health. Therefore,
improved AD treatment ensures the quality of
life of older adults with AD and their caregivers,
and the degree of overload of caregivers, in turn,
must be monitored.

Evaluation research for intervention
programs

Nine publications on the evaluation of inter-
vention programs are available, eight American
and one Brazilian. Two studies evaluate interven-
tion programs and their effects, three examine
psychotherapeutic practices and a meditative
technique, two examine strategies through the
internet and the web, one analyzes a longitudi-
nal investigation with caregivers. The last one
addresses the impact of an educational program.

The Lykens et al.*’ study examined the im-
pact of the REACH II community-based pro-



gram on caregiver life and health in an American
city. REACH 1I aims to reduce the burden and
depression of caregivers of patients with AD and
is provided by community agencies in the U.S.
A total of 494 households were included in the
program, of which 177 completed the six-month
program. The median age for caregivers was 62
years. The domain scores for Depression and
Caregiver Burden showed statistically significant
improvements at the end of the investigation.
The Program offered caregivers training and
qualification, developed care skills, psychological
support, and reception’s ethnic and racial differ-
ences. Strategic information for caregivers, teach-
ing instructions, stress management techniques,
problem-solving strategies, and telephone sup-
port groups were added in the second phase.
The results were positive for the caregivers who
completed the program, especially blacks and
Hispanics, compared to whites.

In the U.S., Moore et al.* evaluated the effec-
tiveness of the “Pleasant Events Program” (PEP)
through a six-week behavioral intervention de-
signed to reduce the risk of cardiovascular dis-
eases and depression symptoms in caregivers.
Demographic characteristics, depressive symp-
toms, and social support scale were considered.

One hundred family caregivers were random-
ized to the PEP intervention (N = 49) or an in-
formation support (IS) control condition equiv-
alent to time (N = 51). The results were favorable
to the participants who received the PEP. The
PEP program reduced depression and improved
a measure of physiological health in elderly care-
givers of dementia patients. Further studies are
required to measure the effectiveness of PEP
in preventing cardiovascular diseases. Aboula-
fia-Brakha et al.** carried out a study in the U.S.
to compare the effects of cognitive-behavior-
al group therapy (CBT) with a psychotherapy
group from the EDUC Program, assessing corti-
sol secretion in caregivers of patients with mod-
erate AD. The 26 participants were randomly as-
signed to one of the two intervention programs
(CBT or EDUC). All responded to pre-interven-
tion assessment, and questionnaires and saliva
samples and blood samples were collected. The
effects of the interventions were assessed with a
self-report. The results showed that psychother-
apy for caregivers could reduce neuropsychiatric
symptoms in patients with AD, and cognitive be-
havioral therapy attenuates psychophysiological
responses to stressful situations in caregivers, re-
ducing cortisol levels, which can lead to a positive
impact on the health of caregivers. Different psy-

chotherapeutic approaches bring specific contri-
butions to caregivers.

Garand et al.*® evaluated, in the US, the ef-
fects of Problem Resolution Therapy (PRT) on
the mental health of caregivers of older adults
with mild cognitive impairment (MCL; n = 43)
or early dementia (ED; n = 30). They selected this
group (N = 73) as they considered that caregivers
with a high degree of distress with older adults
with severe dementia would not respond well to
this type of intervention. The results are positive
for the mental health of caregivers of older adults
with mild dementia (MCI), with a reduction of
depressive symptoms and improved anxiety lev-
els.

An American study of alternative medicine
conducted by Danucalov et al.*® aimed to inves-
tigate the effects of yoga practice in combination
with compassion meditation on the quality of
life, attention, vitality, and self-compassion of
family caregivers of patients with AD (n = 46).
A comparative study was carried out between
the experimental group (n = 25) and the control
group (n = 21). The results suggest that an eight-
week yoga and compassion meditation program
can improve the quality of life, vitality, attention,
and self-compassion of family caregivers of pa-
tients with AD, reducing stress, anxiety, and de-
pression.

Two American studies investigated actions
using online or video-based resources. Kajiya-
ma et al.”” verified whether the American online
training program I Care Stress Management, for
three months, reduces stress, discomfort, depres-
sion, and poor quality of life for dementia family
caregivers (n = 150). The results were promising,
but there was a high level of abandonment of
the program. Through a pilot study in the U.S,,
Austrom et al.*® evaluated the feasibility and ac-
ceptability of a group of web-based video sup-
port (n = 5) by weekly video conferences over
six months, offered in real-time for caregivers of
people with dementia. The experience involved
five caregivers of people with dementia who re-
ported improved anxiety, depression, and physi-
cal health scores. The researchers concluded that
the web-based support was a positive experience,
although they cannot generalize it because it was
a small group. This can be a tool that could reach
larger populations, streamlining travel costs.

Mausbach et al.*® carried out a consistent
five-year longitudinal study with 126 caregivers
of AD, all wives aged 55 years or older, to assess
whether institutionalization of AD reduces care-
giver depressive symptoms. The study starts from
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the evidence that the long-term AD caregiver is
affected by chronic stress and a high degree of
depressive symptoms. The investigation aimed to
identify psychological factors that make the care-
giver vulnerable, especially the family caregiver,
and how this group can be more effectively sup-
ported, even in the course of long-term chron-
ic disease. Scales to assess depression, restricted
activity (social and leisure), personal mastery
(self-control), assessment of participation in psy-
chotherapy, use of medication or group support,
and analysis of the degree of social support in
44 wives who left their husbands in a daily care
center, compared to the others who continued to
provide comprehensive care were used. Annu-
al evaluations were carried out using scales and
quarterly monitoring, with the possibility of con-
tacting the researchers, if necessary.

The impact of one or more hospitalizations
of relatives with AD on caregivers was monitored.
The results indicate that a reduction in depressive
symptoms is observed when restrictive activity is
reduced and caregivers’ mastery increases. That
is, caregivers who chose to hospitalize their be-
loved relatives had a better response in reducing
depression, regaining more mobility, personal as-
sertiveness, and well-being.

In a study carried out in Sdo Paulo, Lopes and
Cachioni* investigated the impact of a psycho-
educational program aimed at family caregivers
of older adults with AD (n = 21) concerning
these caregivers’ assessments of their subjective
well-being. The program aimed to learn about
the disease process and the various realities of
care in the space of support and mutual learning,
which worked through educating, instructing,
and sharing five thematic axes: the dementia pro-
cess, AD, treatment, physiological and behavioral
changes, and care.

Four instruments were applied after the Pro-
gram: The Overall Life Satisfaction Scale, Life
Satisfaction Scale Linked to Domains, Positive
and Negative Affect Schedule, and Geriatric
Depression Scale. In the sample, the group of
women over 60 years old, with higher education,
income below five minimum wages, inactive,
spouse, no task sharing, and living with the AD
patient predominated. When comparing differ-
ences before and after the intervention, we ob-
served a variance by gender, kinship, income, age,
and care length. The results indicated that care-
givers showed improved overall life satisfaction,
social interaction, and positive affections.

Final considerations

The subjects addressed in the Brazilian and
American literature on AD caregivers show that
the two countries are at different research stages.
Brazilian studies describe the caregivers’ diffi-
culties, and few studies assess attempts to inter-
vene and alleviate caregivers’ suffering. American
studies highlight the need to care for the caregiv-
ers, investigating the effectiveness of programs
and the results of different types of interventions
or monitoring support in the short, medium, and
long term, investing in improving the caregivers’
health.

The studies included in this review reported
that most individuals who perform the task of
caring in the family context are female and gen-
erally daughters or wives of AD patients. While
many emphasize that they are women over 60,
that is, older adults caring for their peers, others
point out that women of all ages, since adoles-
cence, are already required to assume the role of
caregivers, with profiles varying depending on
generations, cultural, racial, and ethnic differenc-
es, as some comparative studies have pointed out.

There is a consensus that it is necessary to
highlight the needs of caregivers undergoing
long-term care in AD’s severe phases and the
extent to which this excessive burden should be
monitored, shared, or offset with subjective and
external, formal, or state support. The restriction
of social and leisure activities, the lack of exer-
cise of personal skills, and the management of
problem situations by caregivers can tie them to
dysfunctional and neuropsychiatric symptoms,
at risk of becoming ill or not surviving. It is nec-
essary to recognize possibilities and limits and
expand self-care modes.

The papers analyzed factors that influence the
impact on family caregivers with AD, identifying
the affective bonds involved, the expected reci-
procity, the physical, emotional, and social costs
associated with prolonged chronic disease and
increasingly complex care requirements. Fami-
ly caregivers and older adults with AD required
a vast support network, which is not always
available, accessible or coordinated, within and
outside the family, with the support of services,
units, or networks of care, which public policies
should support, as recommended.

Several American or Brazilian studies point
out the importance of intervening and support-
ing inside and outside the family, in health insti-
tutions and units for older adults with AD and
their families. Fatigued caregivers tend to have



reactions that can cause stress, guilt, and loss of
patience. Emotional and affective suffering seems
to be what weighs the most on family caregiv-
ers and starts to negatively influence their daily
lives, transforming their life and family context.
It is necessary to gather several therapeutic and
pharmacological strategies, psychotherapies, ed-
ucational, informational and didactic activities,

training of personal and social skills, meetings
through focus groups, where systematic and
longitudinal monitoring can occur. On a spe-
cial note, it should be noted that the more severe
the dementia, the more monitoring is required
between the primary and secondary caregivers,
triggering the support of health care, primary
care, and service networks.

Collaborations

EV Dadalto participated in the design, writing,
data collection, literature review and analysis
from his doctoral research. FG Cavalcante partic-
ipated in the design, writing and critical analysis
as an advisor.
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