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Impact of care conditions on the caregiver’s quality of life
in cases with Alzheimer’s disease
Alzheimer hastalarinda bakim kosullarinin bakim verenin
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SUMMARY

Aim: The quality of life (Qol) of caregivers of
Alzheimer's Disease (AD) patients shows individual
variability. In this study, we aimed to demonstrate the
variability of caregiver burden under differing cases of
AD care conditions.

Materials and Methods: In this cross-sectional
study, 321 AD caregivers were selected. The primary
caregivers of the patient - who were volunteers in our
study - are divided into three groups as; Group |: home
care (n:111), Group II: day-care center (n:99), Group
lIIl: nursing home care (n:111). Patients were classified
according to the clinical dementia rating scale (CDR)
and evaluated by and Cohen-Mansfield Agitation
Inventory (CMAI). Beck anxiety scale (BAS), Beck
depression scale (BDS), World Health Organization
Quality of Life Assessment short version (WHOQOL-
BREF), Zarit Caregiver Burden Interview (ZCBI) and a
sociodemographic questionnaire were applied to all
caregivers.

Results: According to average age, group Il was
significantly older than others. There was no statistically
significant difference between the groups in terms of
duration of patient care. BDS was significantly higher
in group Ill. WHOQOL-BREF score was significantly
lower in group Ill and CMAI score was significantly
higher in group Ill. There was no statistically significant
difference between the groups in terms of ZCBI.

Conclusion: Our results revealed that day-care
centers play a meaningful role in reducing the stress
of caregivers and increasing their QolL. Low-income,
chronic diseases of the caregivers, and aggressiveness
their patients are the most important factors affecting
the caregiver’s QoL.
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OZET

Amac: Alzheimer Hastaligi (AH) bakimverenlerinin
yasam kalitesi (YK) bireysel degiskenlik gdstermektedir.
Bu calismada, bakim kosullari farkli AH olgularinda
bakimveren  yukinin  degiskenligini  gdstermeyi
amacladik.

Materyal ve Metodlar: Kesitsel tipteki bu calismada
321 AH bakimvereni secildi. Calismamizda goénillt olan
hastanin birincil bakimverenleri U¢ gruba ayrilmistir;
Grup I: evde bakim (n: 111), Grup Il: gindlz bakim
merkezi (n: 99), Grup Ill: huzurevi (n: 111). Hastalar
Klinik demans derecelendirme 6lcegi (KDDO)'ne
gore siniflandirldi ve Cohen-Mansfield Ajitasyon
invanteri (CMAI) ile degerlendirildi. Beck anksiyete
6lcedi (BAO), Beck depresyon 6lcegi (BDO), Diinya
Saghk Orglti-Yasam Kalitesi Degerlendirmesi-kisa
versiyonu (WHOQOL-BREF), Zarit Bakim verme yuki
dlcegi (ZBVYO) ve sosyodemografik bir anket tiim
bakimverenlere uygulandi.

Bulgular: Ortalama yasa gore, grup Il digerlerinden
anlamli olarak daha yasliydi. Gruplar arasinda hasta
bakim suresi acisindan istatistiksel olarak anlamli
fark yoktu. BDO grup Ill'de anlamli olarak yiiksekti.
WHOQOL-BREF skoru grup llI"de anlamli olarak daha
dusuk ve CMAI skoru grup llI'de anlamli olarak daha
ylksekti. Bakim yuUki puanlar acisindan gruplar
arasinda istatistiksel olarak anlamli fark yoktu.

Sonug: Sonuclarimiz, glindliz bakim merkezlerinin
bakimverenlerin stresini azaltmada ve yasam kalitesini
arttirmada anlamli bir rol oynadidini ortaya koymustur.
Bakicilarin dustk geliri, kronik hastaliklari olmasi ve
hastalarinin agressifligi, bakimverenin yasam kalitesini
etkileyen en 6nemli faktérlerdir.

Anahtar kelimeler: Alzheimer, bakim, yasam kalitesi,
ylk
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INTRODUCTION

Alzheimer’s disease (AD) is the most common type of
dementia and is responsible for 60-80% of all cases.
Caregiver burden is an important problem for caring
patients. Many studies have shown that 60% of
caregivers suffer from intense burden (1,2). AD care
is a long-term state and associated with psychological
and financial burden. In most cases care is usually
provided by family members such as daughters and/
or daughters-in-law in Turkey (2,3). The quality of life
(Qol) of caregivers is considered a multidimensional and
complex construct, thus it must be carefully evaluated
in all aspects (4). We aimed to determine the factors
which affect QoL of caregivers providing care to their
patients under differing care conditions - including
day-care centre, home care and nursing home. In order
to evaluate the QoL of caregivers, their psychiatric and
socio-economics conditins were considered.

MATERIALS AND METHODS

Study Design

Participants were selected from caregivers of the AD
patients in a current cross-sectional randomized study.
A total of 321 caregivers and their patients were
included in the study. The caregivers were gathered
in three groups (Group |: Caregivers of patients cared
for entirely at home, Group Il: Caregivers of patients
staying at a day-care centre for 5 hours 3 times a week,
Group ll: Caregivers of patients entirely cared for at a
nursing home). Cognitive and behavioural problems of
the patients and burden, psychological health status,
income, the degree of relationship, hours of care and
QoL of their caregivers were evaluated. All caregivers
provided informed consent.

Characteristics of Caregivers

Caregivers of the three groups were selected only
from family members of AD cases. A demographic
questionnaire form designed by us according to
previous studies (5,6) including age, gender, education,
employment status, occupation, marital status, income,
number of children, number of people living at home,
existence of chronic disease, degree of relatedness to
patient, the presence of others to provide assistance
and the duration of care. Beck anxiety scale (BAS),
Beck depression scale (BDS), Zarit caregiver burden
interview (ZCBI) and World Health Organization Quality
of Life Assessment short version (WHOQOL-BREF) were
applied to all caregivers (7,8,9,10,11,12,13). The ZCBI
is a 18-item instrument that rates caregiving tasks
based on difficulty (1= not difficult, 5= extremely

difficult). The points of 18 items are calculated (range,
18-90; higher scores indicate greater caregiver burden).
Caregivers were divided into three groups according to
their income level as follows: income lower than their
expenses, income equal to their expenses and income
greater than expenses (7,8).

According to marital status, caregivers were classified
as married or single. Degree of relationships was
recorded. It was determined whether or not there were
any care assistants, and whether the same bedroom
was shared with the patient.

WHOQOL-BREF consists of 26 questions about Qol.
The Turkish validity and reliability study of the scale
was made by Eser et al. The scale includes 4 areas,
physical health, mental health, social relations and
environmental areas. Each area of WHOQOL-BREF is
calculated over 20 points. A high score obtained from
the scale indicates a good QoL (13).

Characteristics of Patients

Severity of dementia was classified according to clinical
dementia rating (CDR) scale and cases with grade I-II
CDR were included in the study (14).

A questionnaire that included age, gender, nutritional
status (oral or percutaneous enteral gastrotomy),
number of hospitalizations per year, and the presence
of other diseases were filled in by caregivers. In
addition, psychological symptoms (eg, aggressivity,
hallucinations, mood disorder) were evaluated with the
Cohen-Mansfield Agitation Inventory (CMAI) (15,16).

Statistical Analyses
The overall data were analyzed with SPSS (Statistical
Package for the Social Science) 16.0 for Windows.
All parametrics data were calculated using standard
descriptive statistics.

The Student’s t-test was used for comparison of two
groups and one-way ANOVA was used for comparison
of three groups with a normal distribution, followed
by least significant difference post hoc tests. Pearson’s
correlation analyses were conducted to examine the
associations between the other parametric factors
and caregiver burden. In addition, a multiple linear
regression model was used to analyze the relationship
among parameters. Statistical difference is indicated as
p<0.05.



RESULTS

The mean age of caregivers were as follows 5211
years, 6412 years, 53+15 years; female/male ratio
68/32%, 56/44%, 60/40% for Group | (n:111, home
care), Group Il (n:99 day-care center) and Group I
(n:111 nursing home) respectively. According to age,
group Il was significantly older (p=0.001). Female
caregiver's ratio was 76% and male caregiver’s ratio
24% of the group total. There were no statistically
significant differences between the groups in terms of
gender.

Mean caring duration was 5.6+7 years. There was no
significant difference among the groups.

The degree of relationship was as follow; 22% spouses,
46% daughters, 17% sons, 3% daughters-in-law, 2%
grandchildren, 6% siblings and 2% others. The spouses
were 74% wives and 21% husbands.

BDS score was significantly higher and all sub-domains
of the WHOQOL-BREF scale were significantly lower
in group lll. CMAI score of patients was significantly
higher in group Ill. There was no statistically significant
difference between the groups in terms of ZCBI. [Table
1]. A correlation was found between ZCBI and the
environmental domain of WHOQOL-BREF, BAS, BDS,
CMAIl scores. [Table 2]

Linear regression analyses was calculated to predict
WHOQOL-BREF score based on their BAS, BDS, CMAI,
and ZCBI scores. A significant regression equation was
found (F (4,68)=7,364, p<0.0001) with an R2 of 0,26.
There was no significant correlation between ZCBI
and the number of hospitalizations per year and other
chronic diseases of the patients.

Education level of caregivers is as follows; 1%
uneducated, 11% primary school, 9% secondary school,
32% high school and 46% university. There was no
statistically significant correlation between education
level and BDS, BAS, ZCBI, and sub-parameters of
WHOQOL-BREF scale.

No significant difference was found between income
and BDS, ZCBI, WHOQOL-BREF scale. Only the BAS
score was found to be significantly higher in the low
income group (p=0,01)

Among single and married caregivers, the score of ZCBI
was 52.6+17 and 43.2+13 respectively (p=0.01).
However, there were no difference in terms of BDS,
BAS, WHOQOL-BREF scale in both groups.
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There was no difference between BDS, BAS, ZCBI and
WHOQOL-BREF according to degree of relatedness,
gender and care duration in caregivers. When QoL is
compared according to gender, WHOQOL-BREF scores
were 17.9%3 in female partners and 22.6%5 in male
partners (p=0.04).

The existence of other care assistance did not statistically
affect the scores of BDS, BAS, ZCBl and WHOQOL-BREF.
When caregivers who are sharing the same bedroom
with a patient are compared to those who are not,
BDS and BAS were found to be significantly higher
(BDS: 2617/ 15+11 (p=0.01); BAS: 25+15/14+10
(p=0.02) respectively). Environmental subdomain
scores of WHOQOL-BREF were significantly lower
in caregivers sharing the same room with a patient
[21£7/26+4 (p=0.02)].

The BAS scores of caregivers with chronic diseases were
significantly higher than for those without chronic
diseases (21.7+12, 14.5+11 p=0.01).

No significant relationship was found between the
nutritional status of the patient and BDS, BAS, ZCBI,
WHOQOL-BREFscores.

Table 1. The results of caregivers. All values are shown as mean and
standard deviation. P<0,05 was accepted as statistically meaningfull
[BAS: Beck anxiety scale, BDS: Beck depression scale, WHOQOL-BREF:
World Health Organization Quality of Life Assessment short version,
ZCBI: Zarit caregiver burden interview, CMAI: Cohen-Mansfield
Agitation Inventory].

Groups Age |[BAS |BDS | WHOQOL- | WHOQOL- | WHOQOL- | WHOQOL- | ZBCI | CMAI
BREF BREF BREF Enviromental
Physical Psychological | Secial
health
Group1 52511 | 15210 | 1359 | 213 2021 ) 285 15=16 | 3031
Home
Care
(@=111)
Group2 §4=12 | 13=11 | 1127 | 21=2 1922 522 2654 S1=07 | 43216
Day
Care
Center
(w=99)
Group3 3215 | 19=15 | 27216 | 1723 1521 7= 204 52215 | 714z
Nursing
Home
(n=111)
B 0001 |0F | =0.001 | <0.0001 =00001 0.003 =0.0001 02 001

Table 2. Correlation between subdomains of WHOQOL-BREF, Zarit
caregiver burden interview (ZCBI) and the other scales. [BAS: Beck
anxiety scale, BDS: Beck depression scale, WHOQOL-BREF: World
Health Organization Quality of Life Assessment short version, CMAI:

Cohen-Mansfield Agitation Inventory].

ZCBL BAS EDS CMAI WHOQOL WHOQOL WHOQOL WHOQOL
score BREF BREF BREF BREF
Environmentsl  Physical Physicological Social
Heslth Relationships
BAS 0.5
(p=0.000%)
BDS 0.4 0.5
(0,000  (p=0.0001)
CMAE 03 04 06
co Q00D (00001 (p<0.0001)
WHool 0.2 02 05 01
BREF (3=0.02) (p=0.02) 0,009 =01
Eavironmental
WHeel -], 02 0.5 02 07
BREF (3=} (p=0.06) (2<0.0001) (=011 (p<0.0001)
Physical Health
WHooel 0. -01 04 <01 07 07
BREF =02 (p=06) (p<0.0001) @=01) (p=20.0001) (p=<0.0001)
Psychological
WHoel 0,1 -0.1 03 €2 06 0.7 0.7
BREF  (p=0.09) ®=0.0 ®<0.0001)  (p=0.08)  (pe0.0001) (p<0.0001)  (p<0.0001)

Social Relationships
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DISCUSSION

Alzheimer’s disease extends over a long period of
time. The QoL of the caregivers may be affected by
the location where the patient is being cared for (17).
Many studies showed that female gender, low level of
education, living with the patient, depression, social
isolation, and financial problems may increase caregiver
burden and affect the QoL negatively (18,19,20). In our
study, there was a significant difference among groups
in terms of QoL of caregivers. Although care burden
was high in all of the groups, there were no differences
between the groups (mean caregiver burden score
(49.5 +£16). In most studies, it was reported that
caregivers for chronic medical conditions are generally
women (20,21,22). In some of the studies, the ratio of
female caregivers in Turkey has been reported as 67%
to 86% (23). Moreover, Altun et al suggested that
78% of caregivers were female, of which 34% were
wives (7). In our study the female ratio was found to be
76% and the most frequent caregivers were found to
be daughters, followed by wives. In addition, we found
that female partners’ QoL were worse than those of
male partners. This is consistent with the results of
previous studies.

The mean age of caregivers has been reported as being
between 58 and 60 (24). In our study the age range
of caregivers’ was from 52-76 years old and consisted
of mostly middle-aged people as has been reported in
previous studies.

Anxiety is a main challenge that is faced by family
caregivers of patients with AD (1). In our study it was
found that caregivers who have chronic diseases are
more anxious despite no significant change being
found in the care burden between groups.

The rates of depression among the caregivers of patients
staying in a nursing home were high in our study. There
were also higher rates of agitation in patients living in
the nursing home. Many studies have examined the
relationship between agitation and living in a nursing
home. While some found a positive correlation between
the presence of agitation and living in a nursing home,
others did not find a statistically significant correlation
between the two variables (25).

Kazhungil et al showed that negative factors in
caregiver burden are associated with low income and
presence of chronic disease (26). In our study, anxiety
scores were found significantly higher in the low
income group and in caregivers with chronic diseases.

Rodriguez-Gonzalez et al showed that the factors
which contribute most to caregiver burden are lack of
private time for him or herself, number of care hours,
and psychological health of caregivers (27). The results
of our study reveal that the caregivers’ lack of a private
room and to be alone (single, divorced, widowed) had
a negative impact on the QoL.

Some positive solutions such as daytime care centers
and welfare services may improve caregivers’ mood,
coping, self-efficacy and Qol. Various psychosocial
supports to patients and caregivers in these centers
reduce the stress of caregivers (28). In our study,
agression was found to be lower in patients staying in
day care centers and that depression was found to be
lower in their caregivers. An increase in such centers
will improve the Qol of patients and caregivers.

CONCLUSION

In this study, we evaluated the factors affecting the
quality of life of caregivers of Alzheimer's patients
cared for in three differing locations. Our results
revealed that daycare centers play a meaningful role
in reducing the stress of caregivers and increasing
their QoL. Low-income and chronic illnesses of the
caregivers and aggressiveness of patients are the most
important factors affecting the caregiver’s QoL. It is
also as important to support caregivers and reduce
their distress as it is to improve the care conditions
of patients. It is necessary to arrange educational and
social programs for family members of AD patients.
Further multicenter studies on improving QoL and more
assessment of caregiver requirements are needed.
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