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An Investigation of Caregiver Burden and Quality of Life Among
Individuals Providing Care to Patients with Alzheimer’s Disease”
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Abstract

Aim: This study aimed to determine the levels of caregiver burden and quality of life among individuals
providing care for patients with Alzheimer’s disease and to examine the relationship between these two
variables.

Method: This descriptive and correlational study was conducted between May 2024 and February 2025,
starting at the neurology outpatient clinic of a private hospital located in the Black Sea Region and completed
with 191 participants through snowball sampling. Participants were administered a sociodemographic
information form, the Caregiver Burden Scale, and the Quality of Life in Alzheimer's Disease Scale. In
addition to descriptive statistics, t-test, ANOVA, and Pearson correlation analysis were used for data
analysis.

Results: Most participants were women, employed, and university graduates. Caregiver burden levels were
found to be moderate, whereas quality of life levels were found to be relatively low. Differences in caregiver
burden and quality of life levels were identified according to age and income levels. In addition, a significant
negative relationship between caregiver burden and quality of life was identified.

Conclusion: The findings indicate that the quality of life of individuals caring for patients with Alzheimer’s
disease is significantly affected by their perceived caregiver burden. It is essential that nurses holistically
assess the needs of caregivers, develop individualized care strategies, and expand access to support services
to improve caregiver well-being.
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Alzheimer Hastalarina Bakim Veren Bireylerde Bakim Yiikii ve Yasam Kalitesinin
incelenmesi

Oz

Amagc: Bu cgalisma, Alzheimer hastalarina bakim saglayan bireylerin bakim yiikii ve yasam kalitesi
diizeylerini belirlemek ve aralarindaki iligkiyi degerlendirmek amaciyla gergeklestirilmistir.

Yontem: Tanimlayici ve iligki arayici tiirde planlanan bu arastirma, Mayis 2024—Subat 2025 tarihleri
arasinda Karadeniz Bolgesi'nde yer alan 6zel bir hastanenin néroloji polikliniginde baslayarak Kartopu
ornekleme yontemiyle 191 katihmeciya ulagildi. Katihmeilara, sosyo-demografik bilgi formu, Bakim Verme
Yiik Olcegi ve Alzheimer Hastahginda Yasam Kalitesi Olcegi uygulanmistir. Verilerin analizinde tammlayici
istatistiklere ek olarak t-testi, ANOVA ve Pearson korelasyon analizi kullanildi.

Bulgular: Katilimcilarin ¢ogu kadin, ¢alisan ve tiniversite mezunudur. Bakim veren yiikii diizeylerinin orta
diizeyde oldugu, yasam kalitesi diizeylerinin ise gorece diisiik oldugu belirlendi. Bakim veren yiikii ve yagsam
kalitesi diizeylerinin yas ve gelir diizeyine gore farklilik gosterdigi saptandi. Ayrica, bakim veren yiikii ile
yasam kalitesi arasinda anlamli ve negatif yonlii bir iliski oldugu belirlendi.

Sonug: Arastirma bulgulari, Alzheimer hastalarina bakim sunan bireylerin yagsam kalitelerinin, algiladiklar
bakim yiikiinden 6nemli 6lglide etkilendigini gostermektedir. Hemsirelerin bu bireyleri ¢ok boyutlu
degerlendirmesi, bireysellestirilmis miidahaleler planlamasi ve destekleyici hizmetleri yayginlagtirmasi
onerilmektedir.

Anahtar Sozciikler: Alzheimer hastaligi, bakim yiikii, yasam kalitesi, hemsgirelik.

Introduction

Alzheimer’s disease (AD) is a progressive neurodegenerative disorder, predominantly
observed in older adults, that leads to cognitive and functional decline!. These
impairments affect not only the individual with the disease but also significantly impact
their caregivers2. As the disease advances, patients lose the ability to perform daily living
activities, resulting in an increasingly demanding caregiving process, typically
undertaken by family memberss.

Caregiving encompasses not only physical responsibilities but also psychological, social,
and economic burdens. This multidimensional strain, defined as the “caregiver burden”
can negatively affect the caregiver’s quality of life4. Various demographic variables such
as age, gender, income level, and the caregiver’s relationship with the patient may
influence both the degree of burden and the caregiver’s overall well-beings. Research has
shown that as caregiver burden increases, quality of life decreases, and issues such as
depression, anxiety, and social isolation become more prevalent®-9.Recent studies have
consistently demonstrated that this negative association between caregiver burden and
quality of life is observed across different stages of Alzheimer’s disease and is
accompanied by increased psychological distress among caregiverss9.

Quality of life, which has been conceptually defined and measured among caregivers in
previous studies, is a multidimensional concept that includes physical, psychological,

130
Istanbul Gelisim University Journal of Health Sciences (IGUSABDER) is indexed by TUBITAK ULAKBIM TR Index.
Web site: https://dergipark.org.tr/en/pub/igusabder
Contact: igusabder@gelisim.edu.tr



https://dergipark.org.tr/en/pub/igusabder
mailto:igusabder@gelisim.edu.tr

Istanbul Gelisim University Journal of Health Sciences (IGUSABDER), 28 (2026): 129-140.

and social domains!-t°, The literature indicates that the presence of social support,
educational interventions for caregivers, and technology-based tools such as mobile
health applications are effective in reducing caregiver burden and enhancing quality of
life-13, Recent evidence further suggests that educational and psychosocial support
interventions enhance caregivers’ coping capacity, while technology-based tools
facilitate access to information, emotional support, and continuity of care2,

Although numerous studies have explored caregiver burden and quality of life among
caregivers of individuals with Alzheimer’s disease!4, many of these studies focus more
broadly on the general dementia population4¢4, They often fail to sufficiently address
the unique experiences of Alzheimer’s caregivers or to examine in depth the relationships
between key variables4. Moreover, sociodemographic characteristics are frequently
evaluated in a limited manner, overlooking the complex dynamics that influence the
caregiving process. This study aims to evaluate the relationship between caregiver
burden and quality of life among individuals caring for patients with Alzheimer’s disease
in Tirkiye and to examine how this relationship varies according to Kkey
sociodemographic factors, including age, income level, social security status, gender, and
educational level516, By focusing on an Alzheimer’s-specific caregiver population within
the Turkish context, where caregiving responsibilities are predominantly assumed by
family members, this study seeks to provide a more comprehensive understanding of
caregiving dynamics and to inform culturally appropriate nursing and public health
interventions6.17.

Material and Methods
Study Design

This study was designed as a descriptive and correlational study to determine the
relationship between caregiver burden and quality of life among individuals providing
care to patients with Alzheimer’s disease.

Population and Sample

The research was conducted between March 2024 and February 2025 with caregivers of
patients diagnosed with Alzheimer’s disease who were admitted to the neurology
department of a private hospital located in the Black Sea Region of Tiirkiye. Using the
snowball sampling method, individuals with similar caregiving characteristics were
subsequently included. The study was completed with a total of 191 participants.

The sample size power analysis was calculated using the G Power 3.1.9.2 software. To
examine the difference between two dependent means, the point-biserial correlation
model (Correlation: Point-Biserial) was employed, and standardized direct effect sizes
were taken into account. At a 95% confidence level, with a calculated effect size of 0.324
and a sample size of N = 191, the statistical power of the study was found to be 0.998.
This result indicates that the study has a high level of statistical power and that the
sample size is sufficient.
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Inclusion Criteria

° No communication barriers.
° Being 18 years of age or older.
° Currently providing care for an individual diagnosed with Alzheimer’s disease.

Data Collection Tools
Three instruments were used for data collection.

Firstly, a sociodemographic data form consisting of 10 items such as age, gender, and
social security status was developed by the researcher to describe the characteristics of
the participants.

The Zarit Burden Interview (ZBI)8, originally developed by Zarit et al.’8 and adapted to
Turkish by Inci and Erdem (2008)7, was used to measure caregiver burden. It consists
of 22 items in a Likert-type format. In this study, the Cronbach’s alpha coefficient of the
scale was found to be 0.91.

The Quality of Life in Alzheimer’s Disease Scale (QOL-AD), developed by Gibbons et al.9
and adapted to Turkish by Akpinar Soylemez and Kiiciikgiiclii (2012)7, was used to assess
the quality of life. This scale contains 13 items and is rated on a 4-point Likert scale. In
the present study, the Cronbach’s alpha coefficient was calculated as 0.88.

Ethical Statement

Prior to the commencement of the study, ethical approval was obtained from the Ethics
Committee of Istanbul Arel University on April 5, 2024, with protocol number 2024-08.
Before administering the data collection forms, participants were informed about the
purpose of the study and their right to withdraw from the research at any time without
providing a reason. Completion of the forms by the participants was considered an
indication of their voluntary consent to participate in the study.

Data Analysis

The data were analyzed using IBM SPSS Statistics version 26.0. Descriptive statistics
were used to summarize the data, with categorical variables presented as frequencies and
percentages, and continuous variables expressed as means and standard deviations. The
normality of continuous variables was assessed using skewness and kurtosis values, and
the data were found to be normally distributed. Accordingly, parametric tests were
applied. Independent samples t-tests were used to compare scale scores across binary
variables, while one-way analysis of variance (ANOVA) was conducted for variables with
more than two categories. Post hoc analyses were performed using the Tukey or Games—
Howell tests, as appropriate. Pearson correlation analysis was used to examine the
relationship between caregiver burden and quality of life. In addition, simple linear
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regression analysis was conducted to evaluate the effect of caregiver burden on quality
of life among caregivers of patients with Alzheimer’s disease. The assumptions of
linearity and normal distribution of residuals were assessed using histogram and Q—Q
plot analyses. Statistical significance was set at p<.05.

Results

A total of 191 caregivers of patients with Alzheimer’s disease were included in the study.
Participants were predominantly female, had a relatively high educational level, and
were actively employed. The distribution of participants according to age groups, income
levels, educational status, and caregiving relationship categories indicated a
heterogeneous caregiver sample (Table 1).

Table 1. Sociodemographic characteristics of individuals providing care for patients
with Alzheimer’s disease (n=191)

Variables Mean+SD | Min—Max
Age (Years) 33.724+11.62 18-82
Variables and Subgroups Number (n) | Percent (%)
Age
18—25 years 37 19.4
26—35 years 94 49.2
36—45 years 28 14.7
46 years and older 32 16.8
Gender
Female 130 68.1
Male 61 31.9
Marital Status
Married 92 48.2
Single 99 51.8
Education Level
High school or below 52 27.2
University degree or above 139 72.8
Employment Status
Employed 149 78.0
Unemployed 42 22.0
Occupation
Civil servant 52 27.2
Worker 79 41.4
Retired or housewife 16 8.4
Self-employed/tradesperson 27 14.1
Not working 17 8.9

133
Istanbul Gelisim University Journal of Health Sciences IGUSABDER) is indexed by TUBITAK ULAKBIM TR Index.
Web site: https://dergipark.org.tr/en/pub/igusabder
Contact: igusabder@gelisim.edu.tr



https://dergipark.org.tr/en/pub/igusabder
mailto:igusabder@gelisim.edu.tr

Istanbul Gelisim University Journal of Health Sciences (IGUSABDER), 28 (2026): 129-140.

Health Insurance

Present 176 92.1
Absent 15 7.9

Income Level

Able to meet expenses, lives comfortably 81 42.4
Able to meet expenses, manages with difficulty 93 48.7
Unable to meet expenses, experiences hardship 17 8.9

Relationship to the Patient

Spouse or child 21 11.0
Parent 21 11.0
Relative 125 65.4
Professional caregiver 24 12.6

Frequency Analysis and Descriptive Statistical Findings
Mean: Average; SD: Standard deviation; Min: Minimum; Max: Maximum

Caregiver burden scores differed significantly according to age and income level. Post
hoc analyses showed that caregivers aged 46 years and older and those with lower income
levels reported higher caregiver burden scores. No significant differences were observed
for caregiver burden in relation to other sociodemographic variables. Regarding quality
of life, income level was the only variable that demonstrated a statistically significant
association, whereas differences according to education level, employment status, and
social security coverage were not statistically significant (Table 2).

Table 2. Comparison of scale scores according to the socio-demographic characteristics
of individuals providing care to patients with Alzheimer's disease (n = 191)

Caregiver Burden Mean Post QoL Mean Post
Hoc Hoc
Variable Tukey/ Tukey/
n Mean+SD Test p Games Mean+SD Test p Games
Howell Howell
Gender
Female 130 | 37.4+14.35 | t=0.824 411 - 27.6+5.27 | t=1.105 271 -
Male 61 | 35.5+£16.92 28.7+8.53
Age (Years)
18-25 (A) 37 | 33.3t14.85 | F=3.016 | .031 28.4+7.03 | F=0.217 | .884 -
26—-35 (B) 94 | 36.1£15.20 D> A; 28.0+6.96
36—45 (C) 28 | 36.0+11.19 p=.024 | 27.845.04
46 years and
older (D) 32 | 43.7+17.08 27.2+5.67
Marital Status
Married 92 | 38.6+14.56 | t=1.524 .129 - 27.0+6.00 | t=1.859 .065 -
Single 99 | 35.2+15.67 28.8+6.83
Education Level
134

Istanbul Gelisim University Journal of Health Sciences IGUSABDER) is indexed by TUBITAK ULAKBIM TR Index.
Web site: https://dergipark.org.tr/en/pub/igusabder
Contact: igusabder@gelisim.edu.tr



https://dergipark.org.tr/en/pub/igusabder
mailto:igusabder@gelisim.edu.tr

Istanbul Gelisim University Journal of Health Sciences (IGUSABDER), 28 (2026): 129-140.

High school or

52 | 33.7t14.70 | t=1767 .079 29.3+7.30 | t=1.752 .081 -
below
University or
139 | 38.0+15.26 27.4+6.11
above
Employment Status
Employed 149 | 37.0+15.63 | t=0.309 757 - 27.6+£6.40 | t=1.264 .208 -
Unemployed 42 | 36.2+13.69 20.0+6.74
Occupation
Civil servant 52 | 39.6+16.13 F=1.011 .403 - 27.0+6.13 | F=0.821 .514 -
Worker 79 | 36.0£14.67 28.0+6.43
Retired or
. 16 39.7+13.81 20.217.50
housewife
Self-employed
27 | 33.5%17.15 20.4£7.44
/ tradesperson
Not working 17 | 35.0%12.21 27.3+5.19

Health Insurance

Present 176 | 36.8+15.58 | t=0.239 .812 - 27.7£6.46 | t=1.330 185 -
Absent 15 37.7£9.90 30.1+£6.66
Income Level
High(E) 81 33.5+15.21 | F=4.815 | .009 H > E; 29.3+7.01 | F=3.577 | .030 E > G;
Moderate(G) 93 | 38.3+15.19 p=0.015 | 26.7+5.76 p=0.022
Low(H) 17 44.7+11.17 28.2+6.69
Relationship to the Patient
Spouse or child | 21 | 39.5+17.63 | F=1.233 .299 - 27.5+4.39 | F=0.730 | .535 -
Parent 21 | 40.4%16.69 20.0+8.29
Relative 125 | 36.6+14.92 27.5+6.61
Professional

. 24 | 32.6+12.60 20.3+5.62
caregiver

N: Number of participants; Mean: Average; SD: Standard deviation; A, B, C, D : Group
difference indicators; Post Hoc: Inter-group differences based on Tukey or Games—Howell
method; QoL: Quality of Life; A: 18—25 years; B: 26—35 years; C: 36—45 years; D: =46 years;
E: High; F: One-way ANOVA test; G: Moderate; H: Low; t: Independent Samples T test.

The mean, median, and interquartile range values of the caregiver burden and quality of
life scales were calculated. Caregiver burden levels were found to be moderate, while
quality of life levels were identified as moderate to low among the participants (Table 3).
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Table 3. Levels of caregiver burden and quality of life among individuals providing care
to patients with Alzheimer’s disease

Observed Min-Max Median
Scale Values MeanzSD (IQR)
Caregiver Burden Scale 0.00-88.00 36.83+15.20 | 37 (20)
uality of Life in Alzheimer’s
giseats); Scale 13.00—51.00 27.93+6.49 | 27(8)

Descriptive Statistical Analysis

Mean: Average; SD: Standard deviation; Min: Minimum value; Max: Maximum value;
Median (IQR): Interquartile range.

A moderate, statistically significant negative correlation was found between caregiver
burden and quality of life scores (r= —0.324, p< .01) (Table 4).

Table 4. Relationship between caregiver burden and quality of life among individuals
providing care to patients with Alzheimer’s disease

. Correlation
Variables ) (€Y (2
Coefficient (r)
r
(1) Caregiver Burden Scale 1
P
(2) Quality of Life in Alzheimer’s Disease | r —0.324%**
1
Scale ) <.001

Pearson Correlation Analysis
*p <.05; **p < .01; r: Pearson correlation coefficient.

Simple linear regression analysis showed that caregiver burden was a significant
predictor of quality of life among caregivers of patients with Alzheimer’s disease. Higher
caregiver burden scores were associated with lower quality of life scores. The model
explained 10.5% of the variance in quality of life (Adj. R2 = 0.105) (Table 5).

Table 5. The effect of caregiver burden on quality of life among individuals providing
care for patients with Alzheimer’s Disease

95% CI
Variable B SE (] t P
Upper | Lower
Alzheimer's Disease Quality of Life Scale (Constant) | 33.020 | 1.170 28.213 | 0.000 | 35.328 | 30.711
Caregiver Burden Scale -0.138 | 0.029 | -0.324 | -4.701 | 0.000 | -0.080 | -0.196

R=0,324, Adj. R2=0,105, F(1,189)=22,098, p=0,000, p<0,001 SE: Standard error, f:
standardized regression coefficient, CI: Confidence Interval.
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Discussion

Caregivers of individuals with Alzheimer’s disease experience considerable physical,
emotional, and social burden, which has important implications not only at the
individual level but also for public health®3414. Previous studies have consistently shown
that caregivers of patients with Alzheimer’s disease commonly experience moderate
levels of burden accompanied by limitations in quality of life. These findings are
consistent with the results of the present study, in which caregivers reported moderate
caregiver burden and moderate-to-low quality of life. A significant negative relationship
was identified between caregiver burden and quality of life, indicating that increasing
caregiving demands are associated with decreased well-being44.20, This relationship may
be explained by the cumulative physical strain and persistent psychological stress
associated with long-term caregiving®318. Caregivers experiencing higher burden often
report emotional exhaustion, depressive symptoms, and reduced life satisfaction, which
further compromise their quality of lifes89. Although caregiver burden explained a
modest proportion of the variance in quality of life, this finding is consistent with the
multifactorial nature of quality of life in caregivers of patients with Alzheimer’s
disease34. The adjusted R2 value indicates that caregiver burden represents a
significant, yet not exclusive, determinant of quality of life, suggesting that additional
psychological, social, and environmental factors also contribute to caregivers’ well-
being#:2021, This result supports the need for comprehensive, multidimensional nursing
interventions rather than approaches targeting a single factor'2's. Age emerged as a
significant factor influencing caregiver burden, with higher burden observed among
caregivers aged 46 years and older202'. Advancing age may be associated with declining
physical capacity, increased health problems, and prolonged exposure to caregiving
responsibilities, all of which may intensify perceived burden3:18, These findings highlight
the need for age-sensitive support strategies for older caregivers!>3.16, Income level was
another important determinant of caregiver burden and quality of life4. Caregivers with
lower income levels reported higher burden and poorer quality of life!s16:22, Financial
difficulties may exacerbate caregiving stress by limiting access to formal care services,
respite care, and supportive resources3'322, thereby increasing both objective and
perceived caregiving demands'4. Although female caregivers reported higher caregiver
burden scores than males, the difference was not statistically significant!s1©.
Nevertheless, existing evidence suggests that women often assume greater caregiving
responsibilities due to traditional social roles, which may increase emotional strain and
stress levels®723, These findings underscore the importance of considering gender-
related factors when designing caregiver support interventions!213.24, Social support
plays a crucial protective role in the caregiving processt4. Caregivers who perceive
adequate social support tend to experience lower levels of burden and better quality of
lifet320.25, In addition, educational and psychosocial interventions can strengthen
caregivers’ coping abilities and resilience3'2. Recent advances in technology-based
interventions, including mobile health applications and online counseling services, offer
promising opportunities to reduce caregiver burden and enhance psychosocial well-
being'24. From a nursing perspective, these findings emphasize the importance of a
holistic and caregiver-centered approach in Alzheimer’s disease care®3. Nurses are in a
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key position to assess caregivers’ physical, psychological, and social needs, identify high-
risk groups, and facilitate access to appropriate support services3!2!3, Integrating
psychosocial support, caregiver education, and digital health tools into nursing practice
may contribute to reducing caregiver burden and improving quality of life't1224.0One
limitation of this study is the use of snowball sampling, which may limit the
generalizability of the findings. However, this approach was considered appropriate due
to the difficulty in accessing caregivers of patients with Alzheimer’s disease®3:4.
Moreover, post hoc power analysis supported the adequacy of the sample size, indicating
sufficient statistical power to detect the observed relationships.

Conclusion and Recommendations

This study demonstrated that caregiver burden is a key determinant of quality of life
among individuals caring for patients with Alzheimer’s disease. By focusing specifically
on an Alzheimer’s disease caregiver population, the findings emphasize that caregiver
burden should be addressed as a core component of dementia care and public health
strategies, rather than as a secondary outcome.

From a nursing perspective, these findings highlight the necessity of extending care
beyond a patient-centered approach to a comprehensive, caregiver-centered model.
Nurses play a critical role in the early identification of caregivers at risk and in the
systematic assessment of caregivers’ physical, psychological, and social needs. Nurse-led
psychosocial support, counseling, and referral services are particularly essential for
caregivers who are vulnerable due to advanced age, limited economic resources, or
prolonged caregiving responsibilities associated with the progressive nature of
Alzheimer’s disease.

Community-based and home care nursing practices may facilitate continuity of care and
strengthen communication with caregivers throughout the disease trajectory. In
addition, integrating digital health technologies into nursing practice and guiding
caregivers toward technology-based support systems may contribute to reducing
caregiver burden and improving quality of life. Incorporating Alzheimer’s disease—
specific caregiver support content into nursing education programs may further enhance
nurses’ capacity to support this population.

In conclusion, recognizing caregivers of patients with Alzheimer’s disease as a priority
group for nursing interventions is essential for improving caregiver well-being and
sustaining long-term care. Future research should focus on developing and evaluating
nursing-based intervention models tailored to Alzheimer’s disease and examining their
applicability across different care settings and regional contexts.
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