Abstract

Turk Thorac ) 2022; 23(2): 115-122 DOI: 10.5152/TurkThorac).2022.21002

Original Article

Effects of Education on Care Burden and Quality of Life to
Caregivers of Patients with COPD

Firdevs Kuzu®', Hatice Tel Aydin(®?

'Provincial Health Directorate Public Health Directorate, Sivas, Turkey
2Department of Nursing, Sivas Cumhuriyet University Faculty of Health Sciences Sivas, Turkey

Cite this article as: Kuzu F, Tel Aydin H. Effects of education on care burden and quality of life to caregivers of patients with COPD.
Turk Thorac J. 2022;23(2):115-122.

OBJECTIVE: This research was carried out in a single group, pretest-post-test design in order to determine the effect of education on
care burden and life quality of caregivers provided to caregivers of patients diagnosed with chronic obstructive pulmonary disease who
received healthcare at their home.

MATERIAL AND METHODS: The population of the study was composed of 35 patients with chronic obstructive pulmonary disease living
in the city center and receiving home health care and the caregivers of these patients. Research data were obtained by using the Caregiver
Information Form, Patient Information Form, Caregiver Burden Inventory, and World Health Organization Quality of Scale-Bref Quality
of Life Scale. Caregivers’ burden and quality of life were reevaluated once after every 1T month and 3 months following the education.

RESULTS: It was determined that caregivers were the spouses and children of the patients, the majority of them did not consider them-
selves sufficient in providing care; their care burden was high and their quality of life was low. In post-education follow-ups, a significant
reduction in caregiver burden and a significant increase in quality of life were detected.

CONCLUSION: The education prepared considering the learning needs was seen to be effective in reducing the care burden of caregiv-
ers of patients with chronic obstructive pulmonary disease and in improving their quality of life.
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INTRODUCTION

Chronic obstructive pulmonary disease (COPD) is one of the chronic diseases that causes an increased economic and
social burden due to high care and treatment expenditures.’ In the global disease burden study report, it is stated that
there were 251 million COPD patients worldwide in 2016, and 3.17 million deaths that occurred globally in 2015 were
related to COPD.* The burden of COPD on the families and country economy reaches significant dimensions with the
economic losses arising from diagnosis, treatment expenditures, early deaths, and loss of labor force.”

Patients with COPD, who experience significant functional losses during the disease process, need the help and support
of a caregiver in many areas.®” This situation requires care services to move from hospital to home care services, and the
need for informal caregivers is increasing.® The caregivers of patients with COPD assume many important responsibili-
ties for taking care of patients in the home environment. However, it is a known fact that the majority of caregivers do
not have sufficient knowledge. Although caregivers’ living with COPD patients in the same home environment is posi-
tive in terms of continuity and effectiveness of care, this situation has a restrictive effect on caregiver’s own activities.’ In
a study by Kanervisto et al.’® 37% of patients with COPD stated that the disease affected them negatively, while 55%
of caregivers of the same patients reported that their responsibility to provide care negatively affected their own lives.
Nakken et al'" emphasize that it is important to investigate the interaction between patients and caregivers and to take
the needs of caregivers into account. In a study by Miravitlles et al.' it was revealed that 35% of caregivers had health
problems, 83% had problems related to leisure/social activities, and 38% had problems in fulfilling their professional
responsibilities due to caregiving; these problems increased in relation to the degree of dependence of the patient receiv-
ing care. It has been reported that caregivers, who report that they are affected and need help in providing care, have a
higher burden of care' and their quality of life decreases as the care burden increases.' Marques et al'® reported that
the inclusion of caregivers of patients with COPD in a multidisciplinary pulmonary rehabilitation program contributed to
caregivers’ developing strategies to cope with stress and psychosocial adjustment.

As the severity of the disease increases, the responsibilities of the caregivers of patients with COPD become more and
more complex. In addition to providing care to patients, caregivers should support them as well.'® This situation increases
the learning needs of the caregivers of patients with COPD regarding the disease and care. Health professionals and health
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systems actively identify caregivers'” and determine and sup-
port caregivers’ needs are of great importance for both care-
givers and the patient they care for.'®

The fact that chronic disease management is not sufficient
is one of the most important reasons for increasing the eco-
nomic burden and care burden of diseases. Informal caregiv-
ers are one of the most important sources of support who
support patients’ disease management skills. For this reason,
health systems should contain elements that reduce the cost
of care of patients, ensure that they achieve optimum quality
of life, and support caregivers who take on the responsibil-
ity of home care. Professional support provided to caregiv-
ers will make an important contribution to providing a better
quality of care to patients and reducing the burden of care.

MATERIAL AND METHODS

This research was carried out in a single group, pretest—
post-test design with the purpose of determining the effect
of training on caregiver burden and life quality provided to
caregivers of patients diagnosed with COPD who received
healthcare at their home.

According to the records of the Home Health Service
Coordination Center, the population of this research was
composed of 35 COPD patients living in the city center and
receiving home health care and caregivers who took care
of these patients. The sample of this study was formed by
35 adult caregivers living in a provincial center who had
been taking care of the patient for at least 6 months, who are
primarily responsible for the care of the patient, who speak
Turkish, who are literate, who do not have any cognitive and
sensory problems preventing communication, and who do
not have a diagnosed psychiatric disease.

Data collection tools: In the collection of research data,
Caregiver Information Form, Patient Information Form, Caregiver
Burden Inventory (CBI), and World Health Organization Quality
of Scale (WHOQOL)-Bref Quality of Life Scale were used.

Caregiver Information Form: Caregiver Information Form
consists of 12 questions. In the form, there are questions to
determine the socio-demographic characteristics (age, gender,
marital status, etc.) of caregivers, responsibilities of the care-
giver, the conditions of being affected by being a caregiver,
and caregivers’ information requirements about caregiving.

Patient Information Form: Patient Information Form consists
of 14 questions. In this form, there are questions determin-
ing the socio-demographic characteristics of patients (age,
gender, education level, marital status, family type, occupa-
tion, employment status, social security, smoking and alcohol
use status, source of income, etc.) and patient characteristics
regarding COPD (duration of COPD, COPD stage, hospital-
ization and applying to the emergency service due to COPD
in the recent year, the severity of dyspnea, concomitant health
problems, the use of oxygen at home, the medications used,
and the use of non-drug complementary treatment).

WHOQOL-Bref Quality of Life Scale: The scale developed
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by which the general perception of quality of life is ques-
tioned. A 5-point Likert scale is used in the scale. The Turkish
validity and reliability study of the scale was performed by
Eser et al.'® The WHOQOL-Bref-TR version with a national
question added in the Turkish validity study of the scale con-
sists of 27 questions. The high score obtained from the scale
indicates that the quality of life is high. Cronbach’s alpha
coefficient of WHOQOL-Bref Quality of Life Scale was deter-
mined as 0.85.

Caregiver Burden Inventory: It is a 5-point Likert type mea-
surement tool with 24 statements developed by Novak
and Guest'™ to measure the effect of caregiving on caregiv-
ers’ relatives. Based on the view that caregivers’ burden is
multi-dimensional, it consists of 5 sub-dimensions (time-
dependency burden, developmental burden, physical bur-
den, social burden, and emotional burden). Physical burden
includes 4 items, other sub-dimensions contain 5 items. The
total score that can be obtained from the scale varies between
0 and 100. The high score shows a high degree of care bur-
den. Adaptation of the inventory to Turkish society was per-
formed by Kucukguclu et al.?° In the study, Cronbach’s alpha
coefficient of the inventory was calculated as 0.76.

Application of the Research: The records of the COPD patients
who receive home healthcare services were taken from the
records of the Provincial Health Directorate Home Health
Services Coordinators of the province where the study was
conducted. The researcher visited all the patients with COPD
(35 patients), who are registered at the Home Health Services
Coordinators, and their caregivers in their homes. Informed
consent was obtained from caregivers, who agreed to par-
ticipate in the study, by explaining the research to them and
their patients. All patients and caregivers interviewed agreed
to participate in the study. In the first interview, the Patient
Information Form, Caregiver Description Form, WHOQL-Bref
Quality of Life Scale, and CBI were applied to the patients and
their caregivers who accepted to participate in the study. The
learning needs of caregivers were determined in line with the
obtained data. The “Caregiver Training” content was created
with the aim of meeting the learning needs of caregivers.

Training groups consisting of 10-11 caregivers were formed.
All the training was held by the researcher at the Home Health
Services Coordinators building in the caregiver information
class prepared for this training. The training was provided to
the caregivers on the function of the respiratory system, the
causes of COPD, drug therapy, chest physiotherapy practices,
the effects of the disease on daily life, what to do to identify
the symptoms of the disease, and the importance of regular
follow-up in line with the previously defined learning needs
of caregivers. The caregivers attended the training session in
the caregiver information class once a week. The training
was carried out in 2 sessions. During the training sessions,
lectures, questions and answers, demonstration techniques,
and visual training materials were shown by means of a pro-
jector. The demonstration method was preferred in order for
the caregivers to comprehend some applications well. With
the demonstration method, caregivers’ training was sup-
ported by performing applications such as oxygen therapy
(nasal cannula and oxygen application with a facial mask),
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nebulizer, inhaler, and bronchodilator medication. In order
to encourage the active participation of caregivers and rein-
force their learning, examples were provided based on short
stories of patient and case examples in accordance with the
content. Caregivers were encouraged to ask questions. At the
end of each session, all participants were given written train-
ing material and telephone numbers to reach the researcher
whenever they wanted to get information.

Three caregivers could not attend the training sessions
because there was no one else to take care of their patients
and left the study. The research was completed with 32 care-
givers. The WHOQOL Bref Quality of Life Scale and the CBI
were re-applied to the caregivers after every T month and
3 months.

Data Analysis: Data of the study were analyzed with Statistical
Package for Social Sciences 23.0 (IBM SPSS Corp.; Armonk,
NY, USA) package program. Frequency distributions were used
for categorical variables, and descriptive statistics were used for
numerical variables. The data compliance status with the nor-
mality assumption was determined by the Shapiro-Wilk nor-
mality test. Parametric tests were used for comparisons of the
data that met the normality assumption. Pearson’s correlation
coefficient was used in the determination of the degree of non-
causal relationships between 2 numerical variables, Student’s
t-test was employed in evaluating the difference between the
2 groups, and the difference between more than 2 dependent
groups was evaluated by repeated measures analysis of vari-
ance. The level of significance was set at P < .05.

Ethical Aspect of the Research: Written permission from the
Provincial Health Directorate was obtained for the research
and the ethics committee approval was received from the
Ethics Committee Presidency (Decision No. 2018-12/06,
dated: December 5, 2015). Each stage of the research was
carried out in accordance with ethical principles.

Findings

The average age of patients with COPD participating in the
study was 79.88 + 11.07 years, and more than half were
male, literate, and single. It was determined that the major-
ity of the patients had nuclear families, none of them were
working, more than half of them had a diagnosis of COPD
for 5 years and less, and most of them had 3 or more hos-
pitalizations in the recent year and repeated application to
the emergency room due to exacerbation of COPD. It was
determined that approximately 2/3 of the patients had health
problem accompanying COPD, they used oxygen therapy
at home, they experienced severe-very severe dyspnea, and
they used aftercare options to reduce complaints due to the
disease (Table 1).

It was determined that caregivers participating in the study
showed an equal distribution in terms of gender variable,
and their average age was 63.28 + 10.70 years. The majority
of caregivers were married, had primary school education,
and were housewives, and the average duration of care was
6.13 years. It was determined that caregivers were mostly
children and spouses of the patients, most of them did not
receive any information about providing care, almost all of
them needed to get information about patient care, and the

rate of those who considered themselves sufficient in the care
they gave to the patient was low (Table 2).

When the care burden and quality of life scores of the care-
givers before and after the training were compared, it was
determined that care burden scores decreased, quality of
life scores increased, and this difference between measure-
ments was statistically significant in post-training follow-ups
(Table 3).

At the end of the training, although the caregiver burden
scores of female caregivers decreased, it was determined that
the caregiver burden scores of the female caregivers were
higher. It was observed that the caregiver burden was higher
in caregivers <60 years of age. It was found that caregiver
burden scores of caregivers who are high school graduates
were lower than literate/primary school educated caregivers
both in pre- and post-training period. While there was no sig-
nificant difference in pre-training scores of caregiver burden
in relevance with the occupational groups, caregiver burden
scores of housewives were found to be significantly higher in
post-training follow-up. It was determined that the number of
people living at home and prior knowledge of caregiving did
not make a significant difference in caregiver burden scores.
It was also determined that the caregiver burden scores of
the caregivers, those who had been caregivers for 6 years or
more, those who had been providing care for their parents,
and those who considered themselves “partially sufficient
and inadequate” at caregiving were also significantly higher
in post-training follow-ups.

When the caregivers’ overall quality of life pre- and post-
training scores were examined, the quality of life scores at the
third month post-training follow-up of female, housewives,
caregivers who had been giving care for 1-5 years, who had
not received any information about caregiving, and who con-
sidered themselves self-sufficient in caregiving were signifi-
cantly higher compared to the other groups’ scores (Table 4).

DISCUSSION

Patients with COPD need the support of caregivers, espe-
cially in cases where functional losses progress and depen-
dency levels increase. In many studies, it was reported that
the majority of caregivers were female, they usually cared for
their spouses,”'**'> and caregivers were mostly at a young
age.'>'*24 The fact that the majority of caregivers participating
in the study were the children and spouses of the patients is
similar to the previous study findings. However, the average
ages of both caregivers (63 years and 79 years) were high in
the study. It is a remarkable finding that caregivers who took
the responsibility for taking care of elderly patients were also
in the elderly group. This finding shows that the caregiver
profile has started to change as a result of the prolonged life
expectancy in societies and the gradual aging of societies. It
can be suggested that as the age of the caregiver increases,
age-related health problems and physical limitations may
occur and the caregiving burden will increase. In some
studies conducted with the caregivers of people who have
chronic physical diseases, the caregiving burden was found
to be higher in elderly caregivers, but age was reported not
to be an important determinant of this burden.??* However,

117



118

Turk Thorac J 2022; 23(2): 115-122

Table 1. Features of Patients

Feature Number (%)
Gender

Female 13 (40.6)
Male 19 (59.4)
Age 42-92 (79.88 + 11.07) years

Educational status

Illiterate 4(12.4)
Literate 19 (59.5)
Primary school 5(15.6)
Middle school 1(3.1)
High school 2 (6.3)
University 1@3.1)
Marital status

Married 15 (46.9)
Single 17 (53.1)
Family type

Nuclear family 18 (56.3)
Extended family 8 (25.0)
Alone 6 (18.8)
Employment status

Employed 0 (0.0
Unemployed 32 (100.0)
Smoking status

Smoker 13.1)
Smoked but quit 17 (53.1)
Nonsmoker 14 (43.8)
Year of COPD diagnosis

7 months-5 years 17 (53.1)
6 years-15 years 15 (46.9)

Hospitalization due to COPD in the recent years

No hospitalization 7 (21.9)
Once 1@3.1)
Twice 1@3.1)
Three times and more 23 (71.9)

Application to the emergency room due to COPD in the
past years

Yes 21 (65.6)
No 11 (34.4)
Another health problem other than COPD

Yes 21 (65.6)
No 11 (34.4)
Oxygen use at home

User 20 (62.5)
Non-user 12 (37.5)
Aftercare

User 13 (40.6)
Non-user 19 (59.4)
MRC dyspnea scale

No dyspnea 1(3.1)
Mild dyspnea 5(15.6)
Moderate dyspnea 5(15.6)
Severe dyspnea 5(15.6)
Very severe dyspnea 16 (50.0)

COPD, chronic obstructive pulmonary disease; MRC Dyspnea Scale,
Medical Research Council Dyspnea Scale.

Table 2. Features of Caregivers

Feature Number (%)
Gender

Female 16 (50.0)
Male 16 (50.0)
Age 46-80 (63.28 + 10.70) years

Marital status

Married 28 (87.5)
Single 4 (12.5)
Educational status

Literate 5(15.6)
Primary school 17 (53.1)
High school 10 (31.3)
Occupation

Housewife 16 (50.0)
Retired 11 (34.4)
Self-employed 5(15.6)
Number of people living at home

2 9 (28.1)
3 20 (62.5)
46 3(9.4)

Duration of caregiving (year) 1-15 (6.13 + 4.53)

The degree of relationship to the

patient

Parents 15 (46.9)
Spouse 15 (46.9)
Sibling 2 (6.3)

Prior knowledge about caregiving

Yes 11 (34.4)
No 21 (65.6)
Self-sufficiency in caregiving

Sufficient 10 (31.3)
Partially sufficient 18 (56.3)
Insufficient 4 (12.5)
Need for knowledge in caregiving

Yes 31 (96.9)
No 13.1)

the results obtained demonstrate that the number of elderly
caregivers who provide care to elderly people will increase
and health care systems should be prepared for this change
in the caregiver profile.

It was determined that the caregivers who participated in the
study have been working as a caregiver for an amount of time
that cannot be said to be short (average 6 years). However,
more than half of the caregivers reported that they needed
to be informed about caregiving and that they did not find
themselves competent in providing care. It has been shown
that a longer period of caregiving is associated with higher
care burden.?” Therefore, it can be said that it is important to
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Table 3. Mean Scores Caregivers Obtained from CBI and WHOQOL-Bref Quality of Life Scale in the Pre-training and
Post-training Follow-Up Periods

Before Post-training First Post-training Third

Training Month Follow-Up Month Follow-Up
Caregiver Burden Inventory (Mean + SD) (Mean + SD) (Mean + SD) F;, P Difference
Time-dependency burden 17.97 £ 2.376 16.81 + 2.306 15.81 + 2.191 137.406; .000™ 1-2-3
Developmental burden 11.13 + 3.087 8.00 + 3.048 7.09 + 2.821 185.932; .000™ 1-2-3
Physical burden 14.96 + 3.585 12.62 + 3.762 11.29 + 3.322 144.299; .000™ 1-2-3
Social burden 8.88 + 3.386 7.06 + 3.151 6.09 + 3.073 99.431; .000™ 1-2-3
Emotional burden 6.09 + 2.006 353 +1.218 3.28 +1.198 48.932; .000™ 1-2.3
CBI total score 59.02 +9.12 48.02 + 8.358 43.57 + 8.08 427.893; .000™ 1-2-3
WHOQOL-Bref Quality of
Life Scale
General status of health 8.69 + 2.669 11.88 + 1.431 12.75 + 1.107 91.233; .000™ 1-2-3
Physical domain 10.04 + 1.399 11.96 + 0.695 12.43 + 0.681 80.354; .000™ 1-2-3
Psychological domain 11.38 + 0.957 12.00 + 0.535 12.33 £ 0.718 11.250; .000™" 1-2-3
Social domain 10.42 + 1.987 11.83 +0.738 12.42 +0.924 20.384; .000™ 1-2-3
Environmental domain 11.73 +£ 1.862 12.47 £ 1.513 12.66 + 1.450 28.881; .000™ 1-2-3
Total score 52.25 +5.322 60.14 + 2.315 62.58 + 2.271 105.244; .000™ 1-2-3

P < .001; 1 = first follow-up; 2 = second follow-up; 3 = third follow-up.

SD, Standard Deviation; F Repeated Measurements Analysis of Variance (Repeated Measurements); Difference, Bonferroni test; P significance level.

provide professional support and counseling by nurses to the
caregivers of patients with COPD.

It was determined that the care burden of the caregiv-
ers who took care of elderly and dependent patients was
high and their quality of life decreased.' It is stated that
caregivers of patients with COPD experience many physi-
cal and psychosocial difficulties, exhaustion, and diffi-
culties in providing care; their quality of life is negatively
affected.”?®2° Wang et al*® reported that in order to improve
self-care behaviors among COPD patients, both patients and
their caregivers should be provided with training on COPD to
increase their level of knowledge of the disease.

In the study, it was determined that in the pre-training period,
caregiver burden was high, quality of life was low, and in the
post-training period, there was a significant decrease in care
burden and a significant increase in quality of life in follow-
ups (P < .001). This result shows that the training organized
in accordance with the learning needs of the caregivers of
patients with COPD contributed to the conscious fulfillment
of the caregivers’ responsibilities, to the decrease in the care
difficulties and care burdens, and to the increase in their
quality of life. Professional support which will be provided
to caregivers in supporting the care needs and comfort living
of caregivers and patients, especially in healthcare systems
where home care services are not becoming widespread, will
be the most important intervention.

Nakken et al.? in their study with spouses of COPD patients,
determined that women sought less social support, more
symptoms of passive reaction and anxiety were observed in
them, and their health was worse. In the study, it was con-
cluded that in the post-training, the care burden of female

caregivers and caregivers who were housewives was higher
and both of their quality of life scores were lower. When these
2 findings are evaluated together, it can be said that female
caregivers have taken caregiver responsibilities in addition to
their responsibilities as housewives, spouses, and children
and that this had an impact on these findings.

Salama and El-Soud®* reported that caregiver burden
increased when the education level of the caregiver
decreased, and Bicki*® stated that education led to a
decrease in the average scores of care burden. In this study,
caregivers had lower levels of caregiver burden and higher
quality of life scores due to their high school and higher
education level, and this made us think that they used the
information and training channels more efficiently in order
to do a better job in caregiving and therefore they experi-
enced less caregiver burden.

It was determined that caregivers who lived with COPD
patients experienced serious physical and emotional prob-
lems.” It was reported that the caregiver burden causes
conditions such as depression, anxiety, burnout, decrease
in physical health, social isolation, and economic difficul-
ties.** Around 63.5% of family caregivers were found to have
symptoms of anxiety.>® It has been emphasized that anxiety
and depression levels of caregivers are inversely related to
having provided care for a patient before, duration of care,
social support, and leisure activities.? It was stated in some
intervention studies that interventions made to caregivers
made positive contributions against anxiety.>*37

It was determined that caregivers who cared for the patient
who did not have severe COPD and who could get help
from others had lower anxiety levels.?® In some studies, it was
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Kuzu and Tel Aydin. Effects on Education to Caregivers of Patients with COPD

shown that the duration of care was a variable*” that affected
the care burden, and the care burden of caregivers increased
as the care duration increased.** In the study, most of the
caregivers stated that their physical health was affected due
to caregiving, and it was determined that caregivers had a
high care burden. This result is thought to have evolved as a
result of the majority of caregivers have had to care for their
elderly parents for years.

Cedano et al.*" in their study with caregivers of patients
with COPD, determined that all dimensions of quality of life
were affected by care burden. In the study, it was found that
caregivers had low quality of life scores, and there was a sig-
nificant post-training increase in quality of life scores. This
result shows that the training provided in content that meets
the learning needs of caregivers is effective in improving the
quality of life of caregivers.

CONCLUSION

COPD patients who participated in the study were mostly
taken care of by their spouses and children. The majority of
patients with COPD and their caregivers consisted of older
individuals. It was observed that the care burden of the care-
givers, where the gender of men and women were distrib-
uted equally, was high and the quality of life was low. It was
determined that the training created based on defining the
learning needs of caregivers was effective in decreasing the
care burden of caregivers and increasing the quality of life.
Training and counseling services to be provided by nurses to
caregivers will reduce the care difficulties of both caregivers
and patients and support their quality of life.

Limitations

In this study, which has a relatively small sample size, the
care burden and quality of life perceived by the caregivers
of patients with COPD were discussed. In this study, the
evaluation of caregivers’ perceptions of care was identified
on the basis of socio-demographic characteristics. In stud-
ies to be conducted with larger samples, by making in-depth
evaluation of the health status of caregivers, the relationship
between perceived care burden and health problems may be
examined. Studies examining the effects of the training given
to caregivers of patients with COPD on their caregiving qual-
ity may be carried out.
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