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Abstract

Purpose: This study was undertaken to determine the effect of planned education upon the quality of life
and care burden for caregivers of patients diagnosed with Alzheimer’s disease.

Materials and Methods: This study, a planned pre-test post-test model with semi-experimental design,
was undertaken with the caregivers for 60 patients diagnosed with Alzheimer’s disease. Data were
collected using Information Request Form, Zarit Burden Interview (ZBI) and WHOQOL-BREF Quality
of Life Scales. Caregivers were divided into groups of 10 participants each and a 45-60 minute planned
educational program on caring for Alzheimer’s patients was provided to each group in 5 sessions. ZBI
and Quality of Life Scales were again administered to the caregivers in the 1%, 2" and 3 months
following completion of the education.

Results: Results were assessed using percentage distributions, Chi-square test, and Pearson Correlation
analysis. Care burden of caregivers for Alzheimer’s patients decreased following the planned education
and there was a significant and negative correlation between care burden and quality of life. As care
burden decreased, quality of life increased (p<0.05).

Conclusion: A planned educational program reduced the care burden experienced by caregivers for
Alzheimer’s patients and affected their quality of life positively. It is recommended that planned
education programs be reinforced with continuous counseling services in order to minimize the care
burden experienced by these caregivers and to maximize their quality of life.
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Introduction

Alzheimer’s disease (AD) is a progressive and degenerative disease of the brain that causes multiple
cognitive areas to become seriously impaired and results in a decline in functional abilities and behavioral
changes. It is estimated that there are 2025 million patients diagnosed with AD throughout the world.
In the United States, one of every 8 individuals > 65 years is an Alzheimer’s patient, while one of every
2 individuals >80 years suffers from AD. It is anticipated that by 2050 the number of patients diagnosed
with AD will reach 13.5 million.?® In Turkey there are nearly 480.000 patients diagnosed with AD, and

43| Page
www.iiste.org


http://www.iiste.org/

Journal of Health, Medicine and Nursing www.iiste.org
ISSN 2422-8419 (Online), DOI: 10.7176/JHMN/75-06 pr
Vol.75, 2020 Special Issue of Health Sciences IIS'E

according to estimates by the World Health Organization, it is predicted that Turkey will be one of four
countries in the world that will have the highest number of Alzheimer patients by 2050.2

Since all of an individual’s life functions are changed by AD, individuals undergo progressive losses in
physical and cognitive functioning, become unable to manage their lives by themselves and need the
support of caregivers.*> Caregivers for patients diagnosed with AD are obliged to maximize activities
of daily living of those for whom they provide care as well as their own.® The caregiver role can produce
changes in intra-familial roles, affect the social life of families negatively, lead to domestic problems,
and affect caregivers’ physical, and psychological health negatively. It can cause the caregivers to suffer
from anxiety, depression, and social isolation, increase their use of health facilities and increase their
need to use psychotropic medication.”® Therefore, it is imperative to be aware of the difficulties and
needs of caregivers for patients with AD. Nurses play an important role in the home-care of individuals
diagnosed with Alzheimer’s. Nurses need to evaluate the individuals diagnosed with AD and their
caregivers/families biologically, psychologically, socially and culturally. They need to explore home-
care needs, find existing and potential problems, plan and provide education about the needs of the
patients and their caregivers and provide them with counseling.''* Supporting caregivers of AD patients
through planned educational programs and continuous counseling services will help both patients and
family members lead better lives and improve their ability to cope with care-problems more actively.

Materials and Methods

Study Design and Sample Selection

This study was planned as a pre-test post-test model with a semi-experimental design. The subjects were
the caregivers of 60 AD patients who lived in the service area of a family health center in a district of
Sivas Province, Turkey. Those participants who were aged >18 years, were literate, had cared for an AD
patient for at least six months, had no difficulties with communication and volunteered to participate in
the study were recruited. The study was performed between the 1% of May and the 31% of October 2015.

Instruments

World Health Organization Quality of Life Scale-Short Form Turkish Version
(WHOQOL-BREF TR)

Validity and reliability tests of the scale, designed by the World Health Organization for Turkey, were
performed by Fidaner et al. (1999). WHOQOL BREF-TR consists of 27 questions, one of which was a
national question added during the Turkish validity and reliability studies. Subscales of WHOQOL-
BRIEF-TR consist of physical domain (questions 3, 4, 10, 15, 16, 17, and 18), psychological domain
(questions 5, 6, 7, 11, 19, and 26), social domain (questions 20, 21, and 22) and environmental domain
(questions 8, 9, 12, 13, 14, 23, 24, 25, and 27). All but the first two questions are used to calculate the
various domain scores. The scale scores range from 0 to 20, and as the scale scores increase, so does the
quality of life.?

Burden Interview

The Zarit Burden Interview (ZBI) was developed in 1980. Turkish validity and reliability tests of the
scale were performed by Inci and Erdem (1999). This interview, which explores the effect of care-giving
upon individuals’ lives, is a five point Likert scale with 22 items. Scale scores range from 0 to 88. Higher
scores indicate a higher care burden.®

Procedure

The Information Request Form, Care-giving Difficulties Form, ZBI, and WHOQOL-BREF Quality of
life scale were administered to the volunteers prior to the educational program. Caregivers were divided
into groups of 10, and a 45-60 minute planned educational presentation about care of AD patients was
provided to each group in 5 sessions. After completing the educational program, home visits were made
to follow-up with the caregivers one, two, and three months after the program and the Care-giving
Difficulties Form, ZBI, and Quality of Life scale were again administered.

Data Analysis

Study data was processed using SPSS 22.0; percentage distributions, Chi-square test, and Pearson
Correlation analysis were employed. The Friedman and Wilcoxon tests were employed in order to
understand the causes of difference between caregivers’ quality of life and care burden.

Ethics approval
According to the Helsinki Declaration, verbal informed consent of the participants were obtained prior
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to the study by the Ethics Committee of Cumhuriyet University.

Results

A total of 60 caregivers were included in the study. The average age of the caregivers was 48.48+15.58
years, and the length of care-giving varied between 1 and 15 years but averaged 4.66+3.54 years. The
following demographics describe the group: female (81.7%), married (81.7%), primary school degrees
(40.0%), housewives (56.4%), family members (58.3%), suffered from physical disease (46.6%),
suffered from psychological disease (16.7%), had difficulty providing care (91.7%) and received help
and assistance from significant others (56.7%).

Table 1 shows the distribution of caregivers’ quality of life and ZBI scores in terms of pre-education and
post-education month 1, month 2, and month 3 follow-ups. There was no statistically significant
difference between the average scores of quality of life-subscales and the total scale score between the
pre-education period and any of the follow-ups (p>0.005). The caregivers’ physical, psychological, and
environmental domain scores on the quality of life scale were similar and high, but the social domain
score was considerably lower. However, there was a statistical difference in the average ZBlI total scale
scores when comparing pre-education to all three follow-ups (p<0.005). When intra-group differences
were analyzed, a difference was found between pre-education and post-education follow-up on repeated
measurements (pre-intervention to month 1 follow-up, month 1 to month 2 follow-up, month 1 to month
3 follow-up and month 2 to month 3 follow-up; p<0.005).

Table 2 presents the correlation between caregivers’ average quality of life scores and the ZBI scales. A
statistically significant and negative correlation existed between scores of Quality of Life psychological
domain (r=—0.458, p=0.000), social domain (r=—0.291, p=0.016) and total quality of life scale score (r
=—-0.475, p=0.000) and the ZBI total score. As caregivers’ scores in the three domains increased, the ZBI
total score decreased. Since all of the participants had equal scores in the Quality of Life environmental
domain, no correlation was calculated.

Table 1. Distribution of caregivers’ quality of life and ZBI scores before and after education

Variables Pre-education 1 month 2 months 3 months
X+ 5SS Post- education | Post- education | Post- education X2 pvale
g Y g Y
Average scores of WHOQOL Bref Quality of Life Scale
Physical 19.55+1.44 19.19+1.94 19.33£1.61 19.25:1.73 X2=523
Domain P=0.156
Psychological 18.30+2 33 18.19+2 65 18.47+2 24 18.27+2 43 X2=1952
Domain p=0.582
Social Domain | 9.02 +2.40 8.79+2 40 9.16+2 25 901230 XZ=4 071
P=0.254
Environmental 19.79+1 14 19.70+1.30 1973218 20.00+0.00 XZ=5714
Domain p=0.126
Quality of Life 66.69+4 58 65.88+572 66.70+4 43 66.54+4 36
Total Score XZ=1.848
Intra-group - p=0.605
differences
Average scores of ZBI
Total score ‘ 32 235+15.831 35.455+16.291 33.485+16.817 31.323+16.240 X2=8 435
Intra-group differences of ZBl total scores according to Month 1, Month 2, and Month 3 follow-ups p=0.024
Pre-intervention to 1 1 month to 2 1month F/Uto3 | 2 month to 3 month
Intra-group | month F/U month F/U month F/U FIU
differences p=0.037 p=0.029 p=0.002 p=0.005

* Friedman test and Wilcoxan test were employed.

Table 2. Correlation between caregivers’ quality of life and care burden
WHOQOL Bref Quality of life ZBI

Physical Domain r=—0.164 p=0.182
Psychological Domain r=0.458 p=0.000
Social Domain r=-0.291 p=0.016
Environmental Domain r=-— p=-

Quality of Life Total Score r=-0.475 p=0.000
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Discussion

Individuals with AD are dependent upon others’ care to continue their lives. This care can take place
either at home or in an institution, but most patients are often cared for by a family member at home.**
The average age of the caregivers in this study was 48.48+15.58 years. Wang et al. found an average age
for caregivers of 51.00+14.71 years, while Montgomery et al. found an average age for caregivers of
53.90+11.00.25% In the current study, the majority of caregivers were family members and housewives.
Others have found that care is primarily provided by family members or significant others who are
critically important in the patients’ lives °, with a spouse or children holding the caregiver role.X” It has
been reported that care burden frequency was 50% during the Alzheimer’s diagnostic phase, but care
burden frequency rose to 58% twelve months following the diagnosis.*® It appears that as patients’
behavioral and psychological problems increase, so does caregivers’ burdens.'® Of the 46.6% of the
caregivers suffering from physical diseases, 16.7% of them had psychological diseases and 56.7% of the
caregivers received help and assistance from significant others while providing care. It has been noted
that as caregivers’ care associated stress and distress increased, their risk for developing physical and
psychological disease as well as the prevalence of chronic physical disease and depression increased .%°
Caregivers experience a moderate level of anxiety and depression, but social support can relieve their
physical and psychological difficulties.’® In the current study, 91.7% of the caregivers expressed that
they had difficulties providing patients’ daily care. Akyar and Akdemir noted that 70% of those who
cared for Alzheimer patients experienced difficulties providing that care.!! Not surprisingly, since
caregivers experience physical, psychological, emotional, social, and economic problems while
providing care, caregiver burden develops.?! In this study, we found that after the planned educational
program, care burden was reduced among caregivers (Table 1). Gallagher-Thompson et al. emphasized
that psychoeducational interventions given to caregivers improve their capacity to manage both mood
and problem solving skills, and therefore decrease their depression and care burden considerably as well
as improving their coping skills.?? In the current study it appears that these changes were the results of
the educational program provided to the caregivers.

In the current study, we found a negative and significant correlation between caregivers’ quality of life
and ZBI. As the ZBI score decreased the total quality of life score and quality of life psychological
domain and social domain scores increased; however, the environmental domain score remained rather
low (Table 2). Care burden has been shown to influence AD patients’ caregivers’ quality of life
negatively.?* Another study that assessed quality of life of caregivers of patients diagnosed with AD
during hospitalization and 12 months following hospitalization suggested that caregivers’ quality of life
score decreased significantly 12 months after hospitalization.?®> Ostwald et al. stated that easing
caregivers’ care burden produced improvements in their quality of life and affected patient outcomes
positively.?* The results of this current study are in agreement with these findings.

In conclusion, this study was undertaken to determine the effect of a planned educational program on
AD patients’ caregivers’ care burden and quality of life. We found that after the educational program,
the care burden experienced by the caregivers had decreased and their quality of life was positively
affected. To alleviate the care burden of the caregivers and to maintain their quality of life, it is
recommended that planned educational programs be reinforced with continuous counseling services.
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