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A BSTRACT
Objective: To evaluate quality of life the Informal cancer (IC) patients’ caregivers offer to relatives suffering from cancer and to
determine their relation with the IC work overload.
Methods: The study was correlational cross-sectional design. The convenience sample included 164 caregivers of relatives
diagnosed with cancer who are receiving chemotherapy treatment in a General Hospital in Lima, Peru. The instrument of “Zarit
Rating Scale”, and The Medical Outcomes Study Short Form, version 2(SF-36v2)SF36 were used, along with questions on
sociodemographic data to the caregiver and the cancer patient. Descriptive statistics and Spearman’s ρ were used.
Results: The 85% of IC referred to perform this role for more than three months, while 15% from one to two months. More than
a half (60%) cohabited with the patient. Most (74%) had greater burden. The areas of highest percentages of overload indicated
fear and dependency of the IC towards the relatives diagnosed. The results on quality of life presented an average below 60%
in social functions, vitality, mental health and general health. The results of significant correlation between quality of life and
overload are: general health, social functioning and pain (p: .01-.02).
Conclusions: The results described the caregivers group of people with cancer as a vulnerable group and in need of attention.
The requirements described are referred to aspects, such as mental and social health. The effect of their role as caregiver has an
effect on the intense overload for most of them, threatening their physical and mental health. Further research is suggested, as
well as implementing programs of attention to this vulnerable group.
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1. I NTRODUCTION

caregiver. The IC work is not regulated, it has neither schedPeople suffering from chronic diseases, terminal illnesses, se- ule nor payment, and caregivers generally do not receive any
nior citizens and the ones that change in assistance by health formal instruction in this regard. They are a care source so
providers require increasingly less time in hospital, which as to weak and dependent people, disabled patients and other
have led to the need of an informal caregiver (IC) or a relative groups could continue living in their houses or communities
∗ Correspondence: Maria Isabel Peñarrieta de Córdova; Email: pcordoba@uat.edu.mx; Address: Rivas Guillen Nro 600. Cd. Madero, Tamaulipas,
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and avoid being institutionalized.[1] Cancer is among the
chronic illnesses that have generated high demand for IC due
to its chronic evolution. Many advances have been made in
the treatment for cancer; however, many of them still require
domiciliary care.[2] That is where IC is key and it is not only
difficult and painful at times, but in the long-term both for
the patient and caregiver.
In Peru, most cases with cancer are diagnosed in advanced
stages, so half of the cases are not able to be surgically explored. Meanwhile, the health of the patients deteriorates
and they become more and more dependent on the attention
of the IC[3] for the rest of their lives due to their adaptation
to changes. The pressure caregivers bear (the high demand
for care, the lack or low social support, and lack of support
from health systems) alter significantly their quality of life.
Physically, a caregiver faces fatigue, headaches, dyspepsia,
dizziness, trouble sleeping, joint pain, unhealthy habits. Psychologically, they suffer from anxiety, and depression. Socially, they find a lack of support groups, financial problems
-since their income decreases and their spending increases
which lead to an impact on access employment-, limited
ability to work or stop working temporarily or permanently,
as well as a change in work schedules. Emotionally, they
need faith, hope, etc. This is a disadvantage both for the IC
and the cancer patients once they are released from hospital.[4] To maintain the IC quality of life, communication it
is required, as well as support with the work overload and
co-responsibility inadvertently gained that is assumed when
caring the patient. Caring for a person with cancer generates dependency on both, changes in their lives at personal,
family, work and social levels even a negative impact on
their physical and psychological health, physical and emotional overload that may lead the IC to become a patient and
abandon the family1.Other factors that could coexist influencing the quality of life of the IC is the income, occupation,
education, family type, marital status, gender, age, culture,
education, time devoted to care, employment, emotional and
physical health, which cause detrimental alterations to the
quality of life (QOL) of the IC and therefore on the assisted
patient.[5] Studies claim that if the IC suffers from physical,
emotional condition, among others, it affects the quality of
care offered to cancer patients and thus disrupts the QOL
of that patient[2, 6–8] likewise, some evidences[9, 10] report the
social, psychological, physical impact on the QOL and the
family as a whole, not only to the IC but also the patient.
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2.2 Study population and sample
A non-probabilistic sample was used since the size of the
population was unknown, as it is the first study conducted in
Lima with these features. It was decided to have a size of 100
participants to apply the statistical technique of correlation
according to one of the aims of this study.[11]
There were two inclusion criteria: 1) Answer ‘Yes’ to this
question, are you responsible for the care of the patient most
of the time? If the answer is ‘Yes’ people were asked 2) the
authorization to participate in the study. Exclusion criteria
were: to take care of the patient only at times, to receive a
salary for the caring.
The ICs were selected among the ward of Chemotherapy
Cancer Services of National Hospital Arzobispo Loayza in
Lima, Peru. Inclusion criteria were verified during different schedules (morning and afternoon) asking the person
who came with the patient. The total population was 164
caregivers, collected during the months of July to December
2014.
2.3 Data collection
Every selected person was surveyed and asked directly. All
answers were recorded. Interview lasted about 30 minutes
each. All surveys were conducted by senior students of
nursing, who received all information and training about the
survey with the aim of applying it correctly and avoiding
misleading interpretations by people interviewed.

2.4 Data collection tools and assessments
The instrument was structured in four parts: Part I: Socio demographic data and aspects of caregiver time and health; Part
II: Zarit Rating Scale with 22 items which measure overload
of the care. The Scale was adapted to Latin American average for Lizman (2008, Cronbach’s alpha of 0.92 quoted in
Beltrán[8] ), where the score is considered less than 47 points:
no overload, from 47 to 55 mild overload and more than 55
points as intense overload; Part III: 36 items of the SF-36
(Short Form - 36 Health survey, developed for the study of
medical outcomes: medical Outcomes Study, USA 1991),
these 36 items are grouped into eight dimensions: physical
function, physical role, bodily pain, general health, vitality,
social function, emotional role and mental health. Each dimension was structured with a score from 0 to 100, so that
the total score of the scale is the average of the scores of
the items that comprise it. Therefore, the highest score for
each dimension of the SF-36 is 100 and the lowest zero. The
2. M ETHODS
score is directly proportional to the QOF of the patient, and
2.1 Study design and setting
has been used as an outcome in other studies assessing the
It was a correlational cross-sectional design between the health of caregivers of cancer patients[12, 13] and Part IV: Data
work overload and the quality of life of the IC.
related to the patient, using “Barthel Scale or Barthel ADL
Published by Sciedu Press
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Index” to evaluate dependency levels.

reported to suffer from no more than three chronic problems,
as well as to attend to a doctor less than 10 times a year;
2.5 Ethical considerations
however, there was polarization in regard to the medication
Each IC selected signed an informed consent prior to the taken with or without medical indication; the majority (80%)
survey. Likewise it was approved by the Ethics Commit- did not exercise. Interestingly, on the findings about health
tee of the University Norbert Wiener and the hospital that perceptions 39% perceived an average or poor health care
participated in this study.
compared to last year results, 29% perceived their health is
getting worse than the previous year (see Table 2).
2.6 Data analysis
Two statistical techniques were used: descriptive statistics, Table 2. Personal characteristics and health perceptions of
Previously, the scoring method was used in the 36-Item Short informal caregivers
Health aspects
F (n:164)
% (100)
Form Survey according to said instrument. Frequencies were
Chronic problems
analyzed in categorical variables and their distribution in
More than three problems
17
10.4
continuous variables. Subsequently the Spearman correla- Less than three problems
147
89.6
tion was applied since the overload variable is ordinal and
Number of Consultations in the year
Less than 10
147
89.6
the quality of life is continuous to analyze the Relationship
More than 10
17
10.4
between quality of life and overburden of work.

3. R ESULTS
The average IC sample were adults with an average of 40
years, women in two-thirds (70%) with an average of 11
years of schooling. More than a half (60%) was close relatives with the caregiver (wife/husband, parents, and siblings).
Regarding employment status, more than half (59%) worked
at the time, and of these, most (78%) have changed their
occupational activity work to take care of the patient (see
Table 1).
Table 1. Socio demographic aspects about the Informal
Caregiver
Demographic aspects
Age
Education (years of schooling)
Gender
Female
Male
Relation with the patient
Husband/wife
Sibling
Father/Mother
Others(niece, aunt, neighbor, friend)
Socio-economic aspects:
Currently working
Yes
No
The IC had to leave the work
Totally
Partially
The IC is adapted to care activity
No

F (n:164)
µ:40
µ:11

% (100)
Range: 19-76
Range: 1-17

113
51

68.9
31.1

32
17
49
66

19.5
10.4
29.9
40.2

Medication taken without medical indication
Yes
84
No
80
Did the patient do exercises last week?
Yes
31
No, not last week
2
“The patient do not do exercise regularly,
131
anyway”
Health perception compared to last year
Much better now than before
24
A bit better now than before
17
Almost the same than last year
76
A bit worse than last year
39
Much worse than last year
8
Current health perception
Excellent
8
Verygood
15
Good
79
Moderate
62
Poor
0
Trouble sleeping
µ:4
Fatigue

µ:5

51.2
48.8
19.5
0.5
80.0

14.6
10.4
46.3
23.8
4.9
4.9
9.1
48.2
37.8
0
Range: 1-10
Range: 1-10
10: the worst

Selected people assisted by an IC were all people diagnosed
with any cancer, who have come to receive medical care
in the aforementioned hospital. The average age of these
patients was 59 years old; only one of them was 15 years old,
97
59.1
since this is a hospital that mostly caters adults. Most (69%)
67
40.9
were women with some level of dependence on its majority (66%). More than a half (60%) had moderate to severe
43
26.2
27
16.5
dependence. 85% of ICs referred to perform this role for
58
35.4
more than three months; that is, that almost all (87%) have
36
22.0
not yet completed one year in this function. More than half
Note. IC: Informal caregivers
(60%) reported receiving help to take care of them, half are
cohabiting. Half (50%) did not have help with the housework
The finding in Table 2 shows that half of the ICs presented (see Table 3).
health problems such as trouble sleeping and fatigue (an average of 4-5 points, within a range of 1-10). Almost all (90%)
38
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Table 3. Personal characteristics and care provided by
informal caregivers
Care aspects

F (n:164)

% (100)

Age of the patient

µ:59

Range: 15-90

Female

113

68.9

Male

51

31.1

Gender of the patient

Patient’s dependence rate (Barthel ADL index)
<20 points total dependence

11

6.7

20-60 points severe dependence

41

25.0

61-90 points moderate dependence

53

32.3

91-99 points mild dependence

16

9.8

100 points in dependence

43

26.2

Are Informal caregivers helped in household chores?
Yes, it is paid

19

11.6

Yes, It is unpaid

57

34.8

No

88

53.7

Period of time as: Informal caregivers (µ:9)
Less than 3 months

25

15.2

From 3-6 months

57

34.8

From 7-12 months

60

36.6

Over a year

20

12.2
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The results also showed that the time to perform the IC function could not necessarily be understood as an overload, it
seems rather the beginning or in the first months where higher
overhead rates were evident, although this relationship was
not statistically significant (p = .93).
However, there was a relationship between overload and levels of dependence on the caregiver (Spearman ρ: 0.201; p:
0.000).
The results of the quality of life in their 8 Dimensions presented an average below 60 in social functions, vitality, mental health and general health (see Table 4).
Table 4. Quality of life of Informal caregivers
Dimensions(SF36)
Physical Function
Physical Role
Emotional Role
Pain
Mental Health
Social Function
General Health
Vitality

Average
87.95
72.56
70.52
77.09
44.55
56.88
45.62
56.85

Standard deviation
19.216
39.670
40.377
21.132
12.043
19.254
13.615
15.725

The results of significant correlation between quality of life
and overload are: General health, social functioning and
The results showed that the majority (74%) had severe over- Body pain (p < .05) (see Table 5).
load (see Figure 1). The areas of highest percentages of
overload are fear and dependency of the IC to their family: Table 5. Correlation between overload and IC quality of life
Corr.
(p < .05)
they feel their family asks for more help than really needed,
General Health
-.171
.029
fear for the future that awaits for their family, they feel that
Social Function
.180
.021
their family depends on them, they think their family expects
them to look after the patient as if they were the only people
Body pain
-.183
.019
they can count on.
Physical function
-.089
.260

Figure 1. Informal caregivers work overload
Published by Sciedu Press

Physical role

-.041

.603

Emotional role

-.025

.748

Vitality

-.089

.259

Mental Health

.027

.734

4. D ISCUSSION
The characteristics of caregivers regarding gender and age
ranges reaffirm what is found in the literature about women
who take on multiple roles at once, including the IC,[14, 15]
predominated as IC adults with an average age of 40, similar
to other studies.[16–19] However, it is noteworthy the increasingly high number of young adults who take the role of IC,
with the implications and consequences that entails, especially in the distribution of tasks, re- organization of roles
and economic burden family issues also identified in other
studies[17, 20] and is corroborated by the findings of this study
that almost all (78%) have necessarily had to change their
occupational work to be an IC.
39
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As the disease progresses, the radical change in their way of
life and the fatigue caused by seeing how a family is gradually losing their physical and mental faculties makes them
become from a mere supervisor of the patient’s activities
to whom seeks the most basic care progresses. This study
confirms what is stated in other studies,[18, 19, 21] “primary
caregiver syndrome” also known as the “stress in primary
caregivers” is a syndrome of emotional exhaustion, depersonalization and low personal accomplishment that − in fact
− can occur among people who work with patients in need
of serious attention as in the case of cancer. The description
of this syndrome is a combination of fatigue, loss of energy,
exhaustion and tiredness.
The second aspect, depersonalization, negative change in
attitudes towards others, could correspond to both IC and
patients with cancer. While depersonalization at moderate levels would be an adaptive response to this same answer, an excessive degree would demonstrate pathological feelings/emotions callously expressed to others, in this
study − the others would be apparently healthy relatives or
work/study colleagues. This syndrome is similar to what
was found in this group of IC in which the most outstanding
or above problems are related to sleep difficulties, fatigue,
corroborated as mental health problems; other studies also
report problems as depression,[22] anxiety[23] and anger.[24]
However, many ICs show emotional problems without being necessarily ratified by clinical diagnostic criteria for the
mood or anxiety disorder. So it is common the presence of
symptoms such as difficulty to fall asleep, as evidenced in
the present study, feelings/emotions of hopelessness, worry
about the future, among others.

2016, Vol. 6, No. 8

health problems.
This finding also confirms the point made by Barron,[21] since
it is clear that the high incidence of these overload factors in
IC could lead to a less committed patient care and, as a result,
abandonment that would entail not only increased demand
for health services but also it will cause a poor quality care
to these patients. In this study there was found a relation between caregivers’ quality of life and overload of work, which
confirms the importance of preventing this burden. The most
affected dimensions of the IC’s quality of life are mental and
social dimensions. Those are vital aspects to be considered
in interventions by the nurse and the health team.
Results of the exploration between overload and dependency
levels showed a meaningful statistical connection; that is, the
higher the dependency levels the higher overload of work –
as found in similar studies.[29, 30]
Limitations of the study
Internal restriction: The study cannot be extrapolated to
another scope, it needs to be restricted only to the area of
study; however, study hypothesis are allowed to be sustained
in other fields around the country.
External restriction: It is only possible to collect data in
a given time due to the availability of cancer patients with
a higher grade of dependency. Likewise, limitation of the
study must be considered, as results related to the cancer type
and stage are not available; this can lead to a higher demand
for health care by the informal caregiver. This is a limiting
factor that prevents comprehension of the problem, since it
was not possible to monitor in the long-term. Likewise, the
cross sectional design of the study will not allow establishing
any causality between burden and quality of life, but relating
both factors and quantify the magnitude of the effect. However, the relation is unlikely to be different to this result, as
it would indicate that the greater the burden the greater the
possibility of a deficient quality of life, which is less plausible provided the physical and psychological requirements
needed to take care of a patient.

The impact of the IC will also be called the phenomenon
of “work overload” by the assumed task, combining several variables:1) Neglect own health, life projects and social
life; 2) Family impairment, related to negligent, rabid and
manipulative dynamics; 3) Anxiety or frustration due to the
lack of training and expertise in caring for patients dependent
wholly or parcial1y on them.[10, 20] A higher overload impairs
mental, social and physical health of the IC, causing most
frequently anxiety and depression[25, 26] greater social isola5. C ONCLUSIONS
tion disorders, worsening family economic situation,[27, 28]
The results of this study describe the caregivers group of
greater overall morbidity and even increased mortality than
people with cancer as a vulnerable group and in need of
in a different overload population. Additionally, the IC tends
attention.
to avoid or postpone medical aid to the problems of their dependent relative; hence the probability of maintaining most
(1) Consider the socio-demographic characteristics: beof its own pathologies that become almost “invisible” to
ing a woman, being average age 40, and having quit
the health system.[28] Said aspect in this study is of great
the last occupational activity to take the role of an IC.
concern, as more than two thirds (75%) of the IC showed
Although you cannot change these characteristics that
intense overload, reflecting this in the symptoms reported in
are considered risk factors for health, at least they can
behaviors as self-medication, avoiding medical care despite
be identified in a timely manner to prevent health risks
40
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through timely interventions.
(2) The needs described in this vulnerable group are primarily related to their mental and social health. Results
showed a decline in quality of life in these dimensions
(fatigue, sleep disturbance, lack of energy).
(3) The effect of the caregiver role results in work overload to most of them, threatening their physical and
mental health.
(4) It is found a relation between overload and the decline
in quality of life. This is a vital factor to be considered
by health caregivers.
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