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Abstract
Objectives: to describe patterns of use of time in family caregivers of elderly people with 
dementia, considering the characteristics of the caregivers, the care recipients and the 
context. Method: Fifty family caregivers of elderly people with intermediate and high 
levels of physical and cognitive disability participated in an interview about time spent 
on obligatory care activities over four periods of six hours during a 24-hour period. 
In addition, a questionnaire about social activities, scales of physical and cognitive 
functionality of the elderly and an inventory of burden in the family caregivers were 
applied. Results: 88.0% of the caregivers were women, with a mean age of 57.9 (±11.2) years; 
45.92% of the time of the caregivers was used in care activities, 36.92% in discretionary 
activities, 31.17% in recuperation, and 25.67% in the obligatory activities of the life of 
the caregiver. The greater the dependence, the longer the care, the less time for self-
care and greater the caregivers’ subjective burden.  Conclusion: The level of dependence 
of elderly persons affected by dementia results in an increase in caregiving time and 
competes with other activities performed by the caregiver. Reorganization of the use 
of time by family caregivers and provision of formal support can reduce the caregiving 
burden and benefit the well-being of caregivers.
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INTRODUC TION

The first studies on the use of time by family 
caregivers were conducted by Moss et al.1 and were 
based on the time budgets methodology, which 
involves the daily estimating of time spent on 
activities. While used in industrial and commercial 
organizations, the methodology was unknown in the 
context of the formal (provided by professionals) and 
informal (provided by relatives or other volunteers) 
care of the elderly. The authors created a situation 
where, through a “Yesterday Interview”, information 
was obtained on when, where, with whom, for 
how long, and what activities were performed by 
caregivers in a 24-hour period prior to the interview. 
The data were recorded in a matrix that covered the 
24 hours of the day, subdivided into 96 periods of 
15 minutes, and then tabulated within the following 
classes created in a parallel study conducted by Moss 
and Lawton2: activities of instrumental assistance 
such as cleaning the house and preparing food, as 
well as personal care such as bathing and toilet use, 
provided to the elderly care recipient; activities that 
were obligatory (self-care, work and care for the 
home and family) and discretionary activities in the 
caregiverś life  (active and passive leisure and rest).

Further research has shown that family caregivers 
devote more time to protection and instrumental 
assistance than formal caregivers3,4. Most family 
caregivers are spouses or daughters of the care 
recipients, do not perform paid work outside home, 
have low levels of schooling, reside with the care 
recipient, and are the sole or main caregivers5-7, 
possibly assisted by relatives and friends. The 
presence of these secondary caregivers tends to cause 
distortions in estimates of the use of time of primary 
caregivers3,8. In Brazil, the role of domestic workers 
in the care of dependent elderly persons tends to be 
seen as part of domestic chores, which is another 
source of distortion9.

The time devoted to basic activities of daily living 
(BADL) and instrumental activities of daily living 
(IADL) and the time spent on supervision increases 
proportionally with the worsening of dementia10,11. 
Thus, as the number of people affected by dementia 
in the population increases, there is a greater need for 
informal care and the creation of informal support 
networks12.

Time spent on obligatory care activities restricts the 
participation of informal caregivers in discretionary 
activities, including social activities outside home, 
such as religious activities and work, and at-home 
activities such as reading and communication with 
friends and relatives through social networks. 
Two of the most recurrent complaints of family 
caregivers are the deprivation and the sense of loss 
of control over one’s own social life 13. Obligatory 
care activities are the most time consuming,14,15 
generating dissatisfaction with the constraints they 
place on personal, domestic and social activities16, and 
are most associated with depressive symptoms and 
with a sense of lack of social support17. Caregivers 
perceive restrictions on their leisure activities as 
stressful and onerous, but their participation in social 
group activities can mitigate the negative effects of 
caregiving18.

The objective burden of family caregivers of 
elderly people with dementia is associated with the 
progression of the disease and with increased physical 
and cognitive dependence , the neuropsychiatric 
problems of the care recipient and the great number 
of hours needed for direct care and supervision11,19,20. 
The subjective burden is associated with depression 
and emotional distress, with a sense of unmet  needs 
and restrictions on the daily time available for self-
care, social participation, family commitments, 
and paid work4,15,21. Clinical, psychosocial, and 
educational interventions aimed at managing the 
time spent on care can mitigate the impact of caring 
for elderly persons with dementia on the well-being 
of caregivers.

Currently, there are no data on the schedules 
of time dedicated to obligatory activities of care, 
personal and family life and discretionary activities 
by Brazilian family caregivers of elderly people with 
dementia. Bauab and Emmel22 focused occupational 
and motivational aspects of the use of time by formal 
caregivers, and not those concerning the provision 
of care within the family. 

The management of time by family caregivers 
of elderly people with physical and cognitive 
dependencies is an important element in determining 
the quality of care and the well-being of both the 
elderly care recipients and the family caregivers. The 
use of a valid methodology can benefit the reliability 



3 de 13

Rev. bras. geriatr. gerontol., Rio de Janeiro, vol. 22(1), e180143, 2019

of the data regarding the phenomenon. The purpose 
of the present study was to describe patterns of 
the use of time by caregivers of elderly people with 
dementia and to investigate relationships between 
these patterns and characteristics of the caregivers, 
the care recipients, and the context of care.

METHOD

A descriptive study was carried out with a 
convenience sample composed of 50 family 
caregivers of elderly people with dementia assisted 
at the Integrated Medical Care Center of the 
University of Fortaleza (NAMI/UNIFOR, Brazil) 
and at the Brazilian Alzheimer’s Association - 
Ceará Region (ABRAz-CE) support service, who 
agreed to participate in the study, whose data 
collection occurred form May to July 2017. The 
inclusion criteria for caregivers were: age 50 or 
older; be a spouse, son or daughter or other relative 
of an elderly person diagnosed with dementia by 
a physician, in accordance with the terms of the 
medical records; reside with the elderly recipient of 
care and be the primary caregiver. The exclusion 
criteria were: cognitive, sensory, comprehension 
and communication impairments that made the 
participation of the caregivers in the interview 
unfeasible, according to the judgment of three trained 
recruiters (two students of a specialization course in 
Gerontology and the researcher). The caregivers were 
recruited in person or by telephone, always with the 
consent of the directors of the services.

Use of time: to measure the dependent variable a 
semi-structured interview was organized, according 
to the “Yesterday Interview” proposed by Moss et al, 
19931. The interviewer followed a script in which the 
daily activities of the caregiver, grouped in obligatory 
and discretionary of the caregiverś life, oblicatory of 
care, and recovery, were presented in a printed time 
matrix with four 6-hour periods (morning, afternoon 
, night and dawn), with appointment of each hour.A 
script was drawn up in which the activities of the 
caregiver, grouped into the classes obligatory for care, 
obligatory in the life of the caregivers, discretionary 
and recuperation, were presented in a printed matrix 
of time, with four periods of six hours each (morning, 
afternoon, night and early hours). The care provided 
to the elderly included: physical care (bathing, giving 

food, giving medicine, taking to the bathroom, 
dressing and tidying up); social and emotional 
support (reading, talking, praying together, keeping 
company, and helping to organize the belongings 
of care recipients). Activities relevant to the life of 
the caregivers included: self-care (eating, hygiene, 
beauty and physical exercises inside and outside the 
home) and family life (domestic activities, taking 
care of grandchildren, shopping for daily needs, 
cooking, washing, ironing, sweeping, and caring for 
animals and plants). Discretionary activities included: 
personal life (leisure, art, crafts and religious, TV, 
reading, solitary games, praying and meditating) and 
social life (phoning, chatting, writing e-mails and 
receiving visits, making visits, attending meetings, 
restaurants, cinema, church, , courses, classes and 
shopping centers). The recuperation activities 
included rest and sleep.

Contextualization of care in the family environment: 
Through self-reported items the fol lowing 
characteristics were assessed: the age and gender 
of the elderly care recipients; the degree of kinship 
between the caregivers and the elderly persons 
with dependencies (spouse, father or mother, 
father-in-law or mother-in-law, grandparent 
or other relative); availability of practical help, 
domestic workers, daytime, night and weekend 
companions, and home support services. All items 
were dichotomous in nature.

Conditions of dependency of the elderly care recipients: 
the main medical diagnosis of the elderly care 
recipients (through an open item), their level of 
physical dependence, measured by the Pfeffer 
Questionnaire of Functional Activities23-25 and 
their level of cognitive dependence, assessed by the 
Clinical Dementia Rating (CDR)26-27. These two 
scales are commonly applied to surrogate informants 
when the level od dependence of the elderly 
impairs their ability to respond. The Pfeffer Scale 
consists of ten items that evaluate independence-
based functionality to perform instrumental 
activities of daily living (controlling one’s finances; 
shopping; heating water and turning off the oven; 
preparing meals; keeping up to date; watching and 
discussing the news; remaining orientated when 
moving around the neighborhood; remembering 
appointments; taking care of own medication and 
staying home alone24. Each item is scored from 
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zero (independence) to three (dependency), with 
higher values indicating greater dependence. The 
reliability and reproducibility of the instrument was 
demonstrated by a psychometric study involving 
Brazilian elderly persons25. The CDR comprises six 
cognitive-behavioral categories: memory, orientation, 
judgment or problem solving, community relations, 
home or leisure activities personal care. Each 
category was scored from zero to three points (0 = 
no change, 0.5 = questionable dementia, 1 = mild 
dementia, 2 = moderate dementia and 3 = severe 
dementia), except for the personal care category, 
which did not include the score 0.5. The memory 
category received the most weight in the evaluation 
26,27. The final classification of the CDR is obtained 
by the analysis of the classifications by categories, 
following a set of rules elaborated and validated by 
Morris26. The instrument does not include cut-off 
scores based on population performance, since the 
results of the elderly are compared to the scores they 
obtained in the past.

Perceived burden as a result of the provision of care: 
this was assessed using the Zarit Burden Scale28,29, 
which consists of 22 items with five points each 
(from 0 = never to 4 = always), assessing the level 
of perceived burden of the caregiver with regard to 
health, personal and social life, financial situation, 
emotional well-being and interpersonal relationships. 
The instrument generates a total score ranging from 0 
to 88. In Brazil, Scazufca29 performed the translation 
and semantic-cultural validation of the instrument 
using data from samples of caregivers of elderly 
people with mood and other psychiatric disorders. 
The Cronbach’s alpha index, an indicator of internal 
consistency, was 0.87. The distribution was divided by 
terciles (≤ 32, 33 to 56 and ≥ 57 points), indicating 
low, moderate and high burden.

Social activities performed outside home by caregivers: 
these were evaluated by eight dichotomous items 
specifically designed for the study: (a) go to 
hairdresser, manicurist, physiotherapy or the gym, 
or make purchases for oneself; (b) go to church 
or temple for religious services or participate in 
religious activities or groups; (c) attend social events, 
parties and meetings; (d) go to cultural events, such 
as concerts, shows, and exhibitions, the movies and 
the theater; (e) participate in meetings of boards or 
councils or carry out political activities; (f) attending 

courses or participating in social (g) take short trips 
(day or weekend); (h) visiting.

Sociodemographic characteristics of caregivers: gender 
(male or female); age indicated by date of birth; 
marital status (married, widower, single, divorced); 
performed paid work (yes or no) and years of 
schooling (in response to the question “up to what 
school year did you study?”).

Formal acceptance of participation was carried 
out by signing a free and informed consent form, 
drafted in accordance with the requirements of 
Resolution No. 466 dated December 12, 2012, of 
the National Health Council (NHC), and approved 
by the Research Ethics Committee of the State 
University of Campinas, Brazil, on 06/04/2017, 
under approval nº 2.003.545.

Data were collected in individual face-to-
face interviews, chaired by one of three trained 
interviewers, performed at ABRAz-CE (36.0%), 
NAMI/UNIFOR (62.0%) and at the households of 
a group of caregivers who declared that they could 
not leave home or the elderly care recipient (2.0%). 
All the participants were interviewed in a single 
session with a mean duration of 62 (± 9.2) minutes. 
About 30% of this period was devoted to evaluations 
that were of interest to other surveys and were not 
included in this research.

The results of the Shapiro-Wilk normality test 
applied to the sample suggested the use of non-
parametric tests. Pearson’s Chi-squared test and 
Fisher’s Exact test were used to compare the 
frequencies of the categorical variables according to 
the variabels of interest. To compare the distributions 
of the ordinal variables, the Mann-Whitney U test for 
two independent samples and the Kruskal-Wallis test 
for three or more independent samples were used. To 
compare the time spent by the caregivers on the four 
types of activities, the Friedman and Wilcoxon tests 
for related samples were used. Spearman correlation 
analyzes were performed between the distributions 
of daily estimates of time in each class of activity, 
the results of the caregivers on the burden scale, 
and the scores attributed to the elderly in the Pfeffer 
and CDR scales. The internal consistency of the 
scales was measured and had Cronbach’s alpha as 
an indicator.
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RESULTS

Most of the caregivers were women, adults, and 
married. The mean age was 57.9 (± 11.2) years; 78.0% 
had nine or more years of schooling; 77.6% did not 
perform paid work (Table 1). 

The mean age of the care recipients was 79.6 (± 
7.5) years. Most were sons or daughters, but 32.6% 
were spouses of caregivers. On average, the caregivers 
had provided care for 40.3 (± 23.6) months. Most 
of the caregivers had unpaid practical help (mainly 
from other relatives) while only 18.0% had paid help, 
mostly from domestic workers (77.0%) or from a 
daytime (12.1%) or weekend companion (10.9%). 
Only 4.0% had private formal home support. On 
average, caregivers have been performing; 2.9 social 
activities outside the home. Eighty-four percent of 
caregivers reported that the main health problem of 
the elderly was Alzheimer’s Disease; 16.0% reported 
cerebrovascular diseases. At the same time, some of 
the care recipients had cardiovascular disease (12.0%), 
diabetes mellitus (10.0%), Parkinson’s disease (4.0%), 
arthrosis or rheumatism (2.0%) or immobility (2.0%). 
Most care recipients had intermediate level scores on 
the Pfeffer Scale, while 32.0% scored in the upper 
third and 22.0% in the lower third. The distribution 
of CDR scores followed a similar trend: 22.0% were 
rated as having questionable or mild dementia and 
78.0%, moderate to severe dementia. Most caregivers 
had moderate (33-56) or high (≥57) scores on the 
burden scale. The functional independence23-25, 
stage of dementia26,27 and perceived burden28,29 
subscales exhibited high internal reliability, indicated 
by Cronbach ś alphas of 0.935, 0.947 and 0.872, 
respectively (Table 2).

The caregivers reported that on average they 
spent 11.02 hours of the day providing direct care 
to the elderly, 8.86 hours in discretionary activities 
and 6.16 hours in obligatory activities related to their 
own life, such as care of the home. An average of 
7.48 hours were dedicated to rest or recuperation 
activities. In other words, caregivers spent 45.92% 
of their daily time on care activities for the elderly; 
36.92% on discretionary and, 25.67% on obligatory 
activities from their own lives, and 31.17% on 
recuperation activities. The data showed simultaneity 
in the performance of the caregivers activities. The 

caregivers spent more time on direct care for the 
elderly and on obligatory activities of their own 
lives in the morning and afternoon. Discretionary 
activities were conducted mainly at night. In the early 
hours, caregivers spent most of their time resting 
and caring. . In terms of both total hours of care 
during the day and the time each day proportionally 
reserved for the various types of activities, the 
highest values were for care of the elderly and 
discretionary activities. Table 3 shows the results 
of the comparisons between the amount of time 
dedicated to the different classes of activities each 
day. A statistical penalization procedure (Bonferroni 
correction) was adopted for the Wilcoxon test, in 
order to reduce the possibility of the occurrence of 
significant differences by chance.

The duration of the activities were compared 
considering the characteristics of the caregivers, 
the conditions of the context of care and the 
characteristics of the elderly care recipients. Women, 
caregivers who did not work, and those without 
paid support provided care for more hours in the 
morning than male caregivers and caregivers who 
worked. Caregivers of the elderly who were neither 
spouses nor sons or daughters spent more time on 
discretionary activities than those who cared for a 
parent or spouse. Caregivers of parents reported 
spending more time than caregivers of spouses and 
other relatives on obligatory activities from their own 
lives. Caregivers of parents spent more time providing 
care than caregivers of spouses or other relatives. 
In the afternoon, those who cared for their parents 
and those who were responsible for elderly persons 
with greater physical and cognitive disabilities spent 
significantly longer periods providing care than those 
who cared for a spouse or other relative and those 
who cared for more independent elderly persons. 
Caregivers with lower perceived burden spent more 
time resting than their peers who report greater 
burden (Table 4).

Although the correlation indicators were not high, 
it was observed that the higher the caregiver burden 
score and the higher the scores of the elderly care 
recipients on the Pfeffer and CDR scales, the more 
time the caregivers spent on care activities for the 
elderly. No other statistically significant correlations 
were observed (Table 5).
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Table 2. Characterization of the context of care. Fortaleza, Ceará, Brazil, 2017.

Variables Conditions n (%) Mean (sd)
Age of care recipients 60-69 6 (12.0) 79.6 (±7.5)

70-79 18 (36.0)
 80 or more 26 (52.0)  
Relationship between caregivers and care recipients Spouse 16 (32.6) ----

Parents 28 (57.2)
Other relatives 5 (10.2)  

Receive unpaid help Yes 33 (66.0) ----
No 17 (34.0)  

Receive professional help Yes 9 (18.0) ----
No 41 (82.0)  

Number of activities carried out by 0 1 (2.0) 2.9 (±1.7)
caregivers outside the home 1 to 3 34 (68.0)
 4 to 8 15 (30.0)  
Pfeffer Scale scores of care recipients < 22 11 (22.0) 25.3 (±6.9)

23 to 29 23 (46.0)
 > 30 16 (32.0)  
Clinical Dementia Rating (CDR) scores of care recipients < 9 11 (22.0) 2.0 (±0.8)

10 to 15 25 (50.0)
 > 16 14 (28.0)  
Perceived burden scores of caregivers ≤ 32 14 (28.0) 43.5 (±15.0)

33-56 26 (52.0)
 ≥ 57 10 (20,0)  

Table 1. Sociodemographic characteristics of caregivers. Fortaleza, Ceará, Brazil, 2017.

Variables Conditions n (%) Mean (standard deviation)
Gender Male 6 (12.0) ----
 Female 44 (88.0)  
Marital status Married 22 (44.0) ----

Single 19 (38.0)
Divorced 6 (12.0)

 Widowed 3 (6.0)  
Age < 40-59 29 (58.0) 57.9 (±11.2)

60-69 10 (20.0)
 70 years + 11 (22.0)  
Years of schooling 1 to 4 2 (4.0) 11.6 (±3.7)

5 to 8 9 (18.0)
 9 or more 39 (78.0)  
Paid work Yes 11 (22.4) ----

No 38 (77.6)  
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Table 3. Daily schedule of time dedicated to the performance of obligatory, discretionary and recuperation activities 
by family caregivers of elderly people with physical and cognitive dependencies. Fortaleza, Ceará, Brazil, 2017.

Activities Means* (sd) Medians Min-Max p**
Over 24 hours
Obligatory care for the elderly 11.02 a (±3.60) 10.00 5.00-18.00 <0.001
Discretionary 8.86 b (±2.22) 9.00 3.00-15.00
Obligatory in caregiver's life 6.16 c (±4.93) 6.00 0.00-18.00
Recuperation 7.48 c (±1.58) 7.00 4.00-10.00
Morning
Obligatory care for the elderly 4.12 a (±1.69) 4.50 1.00-6.00 <0.001
Discretionary 2.54 b (±1.16) 2.00 0.00-5.00
Obligatory in caregiver's life 2.92 b (±2.19) 3.00 0.00-6.00
Recuperation 0.14 c (±0.35) 0.00 0.00-1.00
Evening
Obligatory care for the elderly 3.66 a (±1.73) 4.00 0.00-6.00 <0.001
Discretionary 2.48 c (±1.50) 2.00 0.00-6.00
Obligatory in caregiver's life 2.14 c (±2.21) 1.00 0.00-6.00
Recuperation 0.76 b (±0.69) 1.00 0.00-2.00
Night
Obligatory care for the elderly 2.66 a (±1.60) 3.00 0.00-6.00 <0.001
Discretionary 3.60 b (±1.20) 4.00 1.00-6.00
Obligatory in caregiver's life 1.10 c (±1.63) 0.50 0.00-6.00
Recuperation 1.32 c (±1.08) 1.00 0.00-4.00
Early Hours
Obligatory care for the elderly 0.58 b (±0.95) 0.00 0.00-4.00 <0.001
Discretionary 0.24 b (±0.62) 0.00 0.00-3.00
Recuperation 5.26 a (±1.16) 6.00 0.00-6.00
% of daily time
Obligatory care for the elderly 45.92 a (±15.00) 41.67 20.83-75.00 <0.001
Discretionary 36.92 b (±9.26) 37.50 12.50-62.50
Obligatory in caregiver's life 25.67 c (±20.54) 25.00 0.00-75.00
Recuperation 31.17 c (±6.59) 29.17 29.17-41.67

* Values of means indicated by different letters are significantly different and values indicated by the same letter are not; ** Friedman test, 
followed by the Wilcoxon test in pairs, with Bonferroni correction.
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Table 4. Daily schedules of time use according to characteristics of the caregivers. conditions of the context of 
care and characteristics of the elderly care recipients. Fortaleza. Ceará, Brazil, 2017.

Variables/conditions Activities x periods of the day n Mean (sd) Median p
Gender of caregiver
Male
Female

Care of elderly person – Morning 6
44

2.17b (±2.32)
3.86a (±1.56)

2.00
4.00

0.045*

Paid work by the caregiver
Yes
No

Care of elderly person - Morning 11
38

3.00b (±1.73)
4.39a (±1.55)

3.00
5.00

0.020*

Help from domestic worker or paid caregiver
Yes
No

Obligatory activities in the life of the 
caregiver – Morning

9
41

1.00b (±1.66)
3.34a (±2.08)

0.00
4.00

0.005*

Relationship of caregiver with elderly care recipient
Spouse
Father/Mother
Other

Discretionary activities in the life of 
the caregiver - Afternoon

16
28
5

1.94b (±1.24)
2.50b (±1.40)
4.40a (±1.52)

2.00
2.00
5.00

0.016**

Spouse
Father/Mother
Other

Obligatory activities in the life of the 
caregiver – Morning

16
28
5

1.81b (±2.17)
3.64a (±1.91)
1.80b (±2.00)

1.00
4.00
1.00

0.011**

Spouse
Father/Mother
Other

Obligatory activities in the life of the 
caregiver – Afternoon

16
28
5

1.00b (±1.63)
2.64a (±2.18)
2.20a.b (±2.68)

0.00
2.00
1.00

0.029**

Spouse
Father/Mother
Other

Obligatory activities in the life of the 
caregiver – All

16
28
5

3.50b (±3.92)
7.36a (±4.46)
5.60a.b (±5.68)

2.00
8.00
2.00

0.013**

Pfeffer Scale Score
≤ 22
23-29
≥ 30

Care of elderly person – Afternoon 11
23
16

2.36b (±1.80)
3.96a (±1.49)
4.13a (±1.67)

2.00
4.00
4.00

0.029**

 22
23-29
≥ 30

Care of elderly person – All 11
23
16

8.82b (±4.19)
10.83a.b(±3.24)
12.81a (±2.86)

7.00
10.00
12.50

0.006**

Score of elderly care recipient in Clinical Dementia Rating (CDR)
0.5-1.00
2.00
3.00

Care of elderly person – Afternoon 10
26
14

2.30b (±1.83)
4.00a (±1.47)
4.00a (±1.75)

2.00
4.00
4.00

0.030**

0.5-1.00
2.00
3.00

Care of elderly person – All 10
26
14

8.40b (±3.47)
11.23a (±3.46)
12.50a (±3.13)

7.00
10.00
12.50

0.007**

Perceived burden of caregiver
≤ 32
33-56
≥ 57

Care of elderly person – Early hours 11
22
10

0.45a.b (±0.82)
0.23b (±0.53)
1.30a (±1.42)

0.00
0.00
1.00

0.031**

≤ 32
33-56
≥ 57

Recuperation – All 11
22
10

8.09a (±1.87)
7.77a (±1.02)
6.20b (±1.55)

8.00
8.00
7.00

0.020**

* P values for the Mann-Whitney U test, for comparison between two independent samples; ** p values for the Kruskal-Wallis test, for 
comparison between three independent samples, followed by the Dunn test for multiple comparisons. Mean values indicated by different letters 
are significantly different.
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Table 5. Correlations between the values of use of time, caregiver burden, and physical and cognitive functioning 
of care recipients. Fortaleza, Ceará, Brazil, 2017.

Hours spent per 
day on care for the 
elderly

Hours spent per day 
on discretionary 
activities

Hours spent per 
day on activities 
of caregiver

Hours spent per day 
on recuperation

Perceived burden score 
of caregiver

rho = 0.307
p = 0.030*

rho = -0.025
p = 0.863

rho = 0.006
p = 0.964

rho = -0.223
p = 0.120

Pfeffer functionality scale 
score of recipients of care

rho = 0.458
p = 0.001*

rho = 0.038
p = 0.792

rho = -0.009
p = 0.496

rho = -0.086
p = 0.554

Clinical Dementia Rating 
(CDR) score of care recipients

rho = 0.433
p = 0.002*

rho = -0.078
p = 0.592

rho = -0.007
p = 0.963

rho = -0.217
p = 0.130

* Spearman Test; p sign < 0.05.

DISCUSSION

The present study investigated relationships 
between the use of time of family caregivers of 
elderly persons with dementia, considering the 
circumstances under which care was provided. The 
caregivers were mainly women, who lived and cared 
for parents and spouses with moderate to severe 
levels of physical and cognitive dependence. They 
reported that most of their daily time was spent on 
obligatory care activities for the elderly and on caring 
for the family, home, and themselves, especially in 
the morning. Next came discretionary activities, 
performed primarily at night and, lastly, recuperation 
activities, which occurred mainly in the early hours. 
In the morning and the afternoon, caregivers spent 
significantly more time caring for the elderly than on 
discretionary activities and obligatory activities for 
the home, family, and self-care. In the early hours, 
significantly more time was spent on recuperation 
and caring for the elderly than on obligatory activities 
in the life of the caregiver and self-care activities. 
The greater the dependence of the care recipients, 
the more time spent on care and the greater the 
perceived burden of caregivers.

Due to cultural and historical determinisms that 
match the sample of this study with those of other 
studies carried out in Brazil and abroad, the sample 
population was essentially female, aged 50 years or 
over, composed of daughters and spouses of the care 
recipients, with whom they resided and of whom 
they were the main caregivers5,6,30. Even in countries 
with a greater tradition of formal care for the elderly 
than Brazil, family caregivers are mainly responsible 

for the daily care and supervision of elderly people 
with dementia13. Replicating a characteristic of this 
cohort, which is not necessarily repeated in other 
countries, the majority did not perform paid work31. 
Mirroring the influence of the locations from where 
the elderly were recruited, the level of schooling 
of the sample was higher than that of the general 
population of the same age, today, in Brazil and in 
Fortaleza, State of Ceará32.

It was observed that more time was dedicated 
to take care of parents than of spouses, probably 
because the parents in the study are older and, 
consequently, have more physical and mental health 
impairments than their spouses. Most care recipients 
had moderate to severe dementia and an intermediate 
level of functional dependence. These data replicate 
those of Hajek et al.11 and Haro et al.21, in which 
the time the informal caregiver devotes to care 
increases proportionally with the increased severity 
of dementia. The authors state that the time devoted 
to care may vary according to the needs of the care 
recipient, the stage of the disease and the caregiver’s 
circumstances and burden. They also consider that all 
categories of informal care time related to assisting 
with BADL, IADL and supervision are related to 
the severity of dementia, as well as the total time 
devoted to care.

Discretionary activities, which mainly involve 
leisure and social activities, are the first to be 
sacrificed for more full-time dedication to care, 
generating a sense of loss of freedom and  privacy 
in family caregivers. Schüz et al.18 observed that 
caregivers who perceived a restriction in their leisure 
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activities suffered more from the effects of stress 
and burden of care on their mental health. They 
observed a relationship between stress and burden, 
with repercussions such as depressive and anxiety 
symptoms, and a lower satisfaction with life. These 
can be attenuated through participation in group 
social activities. Informal caregivers of elderly people 
with dementia can benefit from leisure and social 
activities, as well as from self-help groups.

Considering that the majority of caregivers were 
individuals with a relatively high socioeconomic 
status by the standards of Fortaleza, and especially 
considering the local culture, the number of 
caregivers who described having help from a 
domestic worker when providing care was noticeably 
low. Although not hired to provide care, which would 
have yielded a negative response, in practice these 
individuals perform care tasks as an extension or 
a natural consequence of their roles. The probable 
lack of qualifications of these workers, who were 
generally low-income and low-educated women, 
coupled with the shortage of formal support services, 
ratifies the culture of the use of domestic staff in 
care activities9 and contributes to a lack of fair 
treatment and consequently avoidance of the issue 
of the professionalization of family care of the elderly.

The data from present study replicate others from 
literature on the subjective and objective burden 
associated with the time spent caring for relatives 
with dementia, considering sociodemographic 
characteristics, the context of care and the number 
of hours spent providing care. Most caregivers 
were women who cared for elderly people with 
physical and cognitive dependence, women and 
men who spent more hours caring for others than 
for themselves, and people who lacked time to rest 
and dedicate to themselves4,15,19,33. The time spent 
caring for an elderly person with dementia unfolds 
as part of a daily life divided into multiple tasks and 
roles that absorb the time of the caregiver and tend 
to generate dissatisfaction and burden. Pereira and 
Soares34 observed a high prevalence of depression 
and poor sleep quality in caregivers of elderly patients 
diagnosed with Alzheimer’s and Parkinson’s diseases.

Comparing the daily time spent on activities 
performed in the four periods of the day, it was 
found that the caregivers invested their time firstly 

in activities of care and secondly in discretionary 
activities partly realized at the same time as their 
care and nursing duties. Even so, discretionary 
activities were significantly more frequent than those 
dedicated to the care of the home, to self-care and to 
recuperation activities. There exist  overlap between 
the tasks of caring for the elderly, domestic and 
personal tasks of the caregiver, tasks of supervision, 
and tasks performed concurrently by other family 
members and caregivers. The lack of accuracy of the 
data in this respect can camouflage information about 
objective and subjective burden and the unmet needs 
of family caregivers of elderly people with dementia.

According to the surveys by Wimo et al.14, Novelli 
et al.35, Vaingankar et al.15 and Bauab and Emmel22, 
the time spent on obligatory care prevails over the 
time spent on other activities, to the detriment 
of self-care and discretionary activities. It is as if 
caregivers are oppressed by the role of caregiver, 
becoming hostage to their dedication. In this light, 
the question to be answered is whether societies will 
continue to hold the family solely responsible for 
caring for elderly persons with physical and cognitive 
dependence. If on the one hand caregivers have the 
pleasant possibility of caring for their elderly relatives 
and, in doing so, accomplish an evolutionary task 
of high moral and ethical value, on the other, they 
become a silent victim of care.

It was not possible to measure the time spent 
on simultaneous tasks, nor the time provided by 
domestic staff and formal services, which probably 
caused an overestimation of the hours devoted to 
care. This problem was considered by Neubauer et 
al.8, who calculated a distortion of 14% caused by 
the disregard of the action of other caregivers in the 
domestic scenario. Although there is no quantitative 
data relating to this concept, in Brazil, the role of 
domestic workers in the care of dependent elderly 
tends to be seen as part of their household chores9.

The results are not exactly new or surprising. 
It is understandable that the higher the level of 
dependency of the care recipient, the greater the time 
dedicated to their care and the greater the burden on 
caregivers. The main limitations of the study are: the 
absence of greater variability in the levels of physical 
and cognitive dependence of care recipients; the lack 
of quantification and qualification of assistance from 
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domestic helpers and other sources of support; the 
absence of quantification of daily and weekly time 
spent on paid work and the lack of a record of the 
type of occupation exercised by caregivers.

The fact that this study is the first in Brazil to 
offer data that promotes the understanding of how 
family caregivers of elderly people with dementia 
use their time and how this use covariates not only 
with the degree of physical and cognitive dependence 
of the care recipients, but also the characteristics of 
caregivers and their families, and the social norms of 
gender and age in force at a given historical moment. 
Also worthy of note is the providing of a new and 
objective perspective for the consideration of criteria 
of hiring and remuneration of professional caregivers 
of the elderly, the addressing of which is long overdue 
considering the reality of aging in Brazil.

CONCLUSION

The present study showed that the greater the 
physical and cognitive dependence of the elderly 
care recipients, the more time was devoted to care 
on a daily basis, the less time the family caregivers 
dedicated to themselves and their family and the 
greater the sense of burden associated with providing 

care. This knowledge may help professionals who 
work with the elderly population improve the focus 
of educational interventions and psychosocial support 
to informal caregivers of the elderly, in addition to 
placing emphasis on the stress of caregivers and the 
need to offer them affective assistance. The new 
perspective derived from the reported data includes 
the realization of interventions focused on the 
development of skills to plan and organize the amount 
of daily time dedicated to the care of the elderly; the 
introduction of sufficient discretionary activities to 
meet the interests of caregivers; and the inclusion 
of leisure and rest activities and activities related to 
the life of the family and the caregivers. It includes 
motivating and training caregivers to delegate tasks, 
to obtain and accept informal and formal help, and to 
activate formal mechanisms of assistance. These are 
sensitive aspects of the current scenario of family care 
for the elderly, which will be increasingly important 
in the years to come, when the number of elderly 
people with dementias will increase sharply, due to 
the increase in population longevity. Caring for the 
circumstances of caregiving, among which are the 
time dedicated to the tasks of supporting an elderly 
person with physical and cognitive dependencies, can 
improve the physical and psychological well-being of 
family caregivers, benefiting not only them, but also 
those who receive their care.
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