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ABSTRACT Objective: The aim of this study is to examine the care-
giving burden, hopelessness level, and related factors of individuals
who care for patients with chronic neurological disease. Material and
Methods: This descriptive cross-sectional study was conducted from
June to July 2022. The study sample was created by 105 patients with
a chronic neurological disease treated in the neurology clinic of a uni-
versity hospital and individuals who were primary caregivers. The data
was collected by the person information form, Zarit Caregiver Burden
Inventory (ZBI), and Beck Hopelessness Scale (BHS). Also, for pa-
tients, the patient information form, Modified Barthel Index, Neuro-
quality-Stigma Scale, and Beck Depression Inventory were used.
Results: The mean ZBI score was 23.5 (£14.2), and the BHS was 5.7
(£4.9). It was determined that caregiver burden had a significant rela-
tionship with patient gender (p=0.002), income (p=0.021) and patient’s
diagnosis (p=0.009). The caregiving burden was higher in parents
(p=0.005). There was a negative correlation between caregiving burden
and patients’ functional status and a positive correlation with stigma
and depression levels (p<0.001). In addition, as the caregiver burden in-
creased, the hopelessness levels of the caregivers increased significantly
(p<0.001). Conclusion: It has been determined that caregivers’ burden
in individuals with neurological disease is related to many factors be-
longing to the patient and the caregiver. In addition, it was determined
that as the caregiving burden increased, the level of caregiver hope-
lessness increased. To reduce the burden of care, it is recommended
that the patient and caregivers be evaluated comprehensively.
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OZET Amag: Bu galismanin amact, kronik nérolojik hastaligr olan
hastalara bakim veren bireylerin bakim verme yiikii, umutsuzluk dii-
zeyi ve iliskili faktorleri incelemektir. Gereg ve Yontemler: Bu ta-
nimlayict kesitsel ¢alisma Haziran-Temmuz 2022 tarihleri arasinda
yiritiilmistiir. Calismanin 6rneklemini bir iniversite hastanesinin no-
roloji kliniginde tedavi goren kronik norolojik hastaligi olan 105 hasta
ve bu hastalara birincil bakim veren bireyler olusturmustur. Veriler kisi
bilgi formu, Zarit Bakim Veren Yiikii Olgegi [Zarit Caregiver Burden
Inventory (ZBI)] ve Beck Umutsuzluk Olgegi [Beck Hopelessness
Scale (BHS)] ile toplanmistir. Ayrica hastalar igin hasta bilgi formu,
Modifiye Barthel indeksi, NéroYasam Kalitesi Stigma Olgegi ve Beck
Depresyon Envanteri kullanilmistir. Bulgular: Ortalama ZBI skoru
23,5 (+14,2) ve BHS 5,7 (+4,9) idi. Bakim veren yiikiiniin hastanin cin-
siyeti (p=0,002), geliri (p=0,021) ve hastanin tanis1 (p=0,009) ile an-
lamli iligkisi oldugu belirlendi. Bakim verme yiikii ebeveynlerde daha
yiiksekti (p=0,005). Bakim verme yiikii ile hastalarin fonksiyonel du-
rumu arasinda negatif, damgalanma ve depresyon diizeyleri arasinda
pozitif bir korelasyon vardi (p<0,001). Ayrica bakim veren yiikii art-
tikga bakim verenlerin umutsuzluk diizeyleri de anlamli olarak art-
maktayd1 (p<0,001). Sonug: Norolojik hastaligi olan bireylerde bakim
veren yiikiiniin hastaya ve bakim verene ait birgok faktorle iliskili ol-
dugu belirlenmistir. Ayrica bakim verme yiikii arttikga bakim verenin
umutsuzluk diizeyinin de arttig1 belirlenmistir. Bakim yiikiinii azalt-
mak i¢in hasta ve bakim verenlerin kapsamli bir sekilde degerlendiril-
mesi onerilmektedir.

Anahtar Kelimeler: Norolojik hastalik; bakim veren yiikii;
umutsuzluk; damgalanma; depresif duygu durumu
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Neurological diseases are chronic health prob-
lems that significantly affect not only physical health
but also individuals’ cognitive, behavioral, and psy-
chosocial well-being. Individuals with neurological
diseases often experience problems such as decreased
functional skills and maintaining activities of daily
living.!> Therefore, although the care needs of these
patients vary according to the diagnosis and burden of
disease, they generally require long-term care, and
the burden of care can be quite high.® Caregiving
refers to patients’ physical, psychological, and social
support; in other words, receiving holistic care. The
people who primarily provide this care are defined as
“caregivers”, and the perceived physical, psycholog-
ical, economic, and social burden is defined as “care-
giver burden.”™ Zarit and Zarit defines care burden as
“the degree of negative impact or burden perceived
by the caregiver.” Caregiver burden can be affected
by many factors related to the patient (sociodemo-
graphic characteristics of the patient, diagnosis of the
disease, disease burden, level of independence in per-
forming daily activities, etc.) and the caregiver (so-
ciodemographic characteristics, general well-being
level, closeness with the patient, duration of caregiv-
ing, etc.).>” For example, the care burden of an indi-
vidual whose physical, cognitive, and mental health
is affected by stroke can be quite heavy. In contrast,
psychosocial problems experienced by a young per-
son with epilepsy who has no limitations in physical
functions may increase the caregiver burden consid-
erably. Similarly, caring for a patient with advanced
dementia is very demanding and requires serious
physical and psychological resilience.®® Therefore, it
can be said that the burden of illness and the burden
of care are correlated.!® The care of individuals with
chronic health problems, such as neurological dis-
eases, is usually provided by informal carers (family
members, relatives, etc.). These people usually pro-
vide care all day and must support the person they
care for physically and psychosocially.!! The care-
giver’s inability to find support from different peo-
ple or institutions and prolonging the caregiving
period may cause many problems that may impair the
health of the caregivers. Stress, sleep problems, eco-
nomic and psychosocial problems, and decreased
quality of life are some of them.'? In addition, in-

creased care burden is correlated with decreased life
satisfaction and hopelessness.® Therefore, it is im-
portant to determine the factors belonging to the pa-
tient and the caregiver that contribute to caregiver
burden to reduce the burden of care. In a recent re-
view study, it was reported that although studies on
caregiver burden have increased in recent years, they
are still insufficient, and more studies are needed in
this field.!! In addition, in caregiver burden studies,
only the factors belonging to the caregiver are gener-
ally examined, and the variables belonging to the pa-
tient are not addressed.

This study aims to determine the level of care
burden and hopelessness in caregivers of individuals
with neurological diseases and to examine the patient
and caregiver factors that may contribute to this situ-
ation.

I MATERIAL AND METHODS

Strengthening the Reporting of Observational Stud-
ies in Epidemiology checklist (for cross-sectional
study) was used while conducting and writing this
research.

STUDY DESIGN AND DATA COLLECTION

This descriptive, cross-sectional study was carried
out in June-July 2022 with 105 patients over 18 years
of age, diagnosed with chronic neurological disease,
with no communication problems, and their primary
caregivers who were hospitalized in the neurology
clinic of a university hospital between June and July
2022. Data were collected by face-to-face interviews
with patients and their caregivers who agreed to par-
ticipate in the study. Written consent was obtained
from the individuals participating in the study. In
order not to cause bias while collecting research data,
caregivers were interviewed in different rooms than
the individuals they cared for, especially when deter-
mining the level of care burden.

ETHICAL APPROVAL

Ethical approvals were obtained from the Clinical Re-
search Ethics Committee of Ondokuz Mayis Univer-
sity (date: April 30, 2022; no: 2022/143). In all stages
of the study, the ethical rules in the Declaration of
Helsinki were followed.



SAMPLE SIZE

G"Power 3.1.9.7 program was used to determine the
study sample. Using reference sources considering the
effect size as 0.5, o error rate as 0.05, and power as
95%, the number of samples was calculated as 92.13:14
However, considering patient/data loss (dropout rate
of 10%), it aimed to reach at least 102 caregivers. The
study obtained data from 105 caregivers and the same
number of patients they cared for.

VARIABLES

The dependent variables of this study are the care
burden and hopelessness level of caregivers of indi-
viduals with neurologic disorder. The independent
variables of this study are the sociodemographic vari-
ables of the caregivers and the sociodemographic,
clinical and psychosocial variables of the patients.

Study Questions

This study evaluated the care burden and hopeless-
ness level of caregivers of individuals with chronic
neurological diseases. In addition, patient and care-
giver factors affecting caregivers’ caregiving burden
and hopelessness level were investigated. For this
purpose, study questions were created as follows:

m What is the caregiver burden in chronic neu-
rological diseases?

m What is the level of hopelessness in chronic
neurological diseases?

m Is caregiver burden in chronic neurological
diseases related to patient and caregiver factors?

m Is the level of hopelessness in chronic neuro-
logical diseases related to patient and caregiver factors?

MEASURES

Person information form, Zarit Caregiver Burden In-
ventory (ZBI), and Beck Hopelessness Scale (BHS)
were used for the caregivers. For patients, four sepa-
rate forms, including the patient information form,
Modified Barthel Index (MBI), Neurological Quality
of Life (NeuroQoL)- Stigma Scale, and Beck De-
pression Inventory (BDI-II), were used.

Forms used for caregivers

Person information form: It consists of 16 ques-
tions in total form, questioning the sociodemographic

characteristics of the individuals (age, gender, edu-
cational status, etc.).

ZBI: This scale was developed by Zarit et al. to
determine the difficulties experienced by caregivers of
individuals needing care.’ The scale consists of 22 state-
ments and is a 4-point Likert-type scale. A minimum
score of 0 and a maximum score of 88 can be obtained
from the scale. The items in the scale are generally
aimed at determining the burden in the social and emo-
tional domain, and a high scale score indicates that the
distress experienced by caregivers or the burden of
caregiving is high. The scale was adapted to Turkish,
and its validity and reliability study was conducted by
Inci and Erdem." In our current study, the Cronbach
alpha value of the scale was calculated as 0.87.

BHS: The scale was developed by Beck and
Steer in 1988 to determine the level of hopelessness. '®
BHS is an easy-to-administer scale consisting of 20
itemns, scored between 0 and 1, which individuals can
answer themselves. The score that can be obtained
from the scale varies between 0-20. A high score in-
dicates an increased level of hopelessness. Turkish
adaptation of the inventory was carried out in two
separate studies, and it was reported to be valid and
reliable.!”!® In our current study, the Cronbach alpha
value of the scale was calculated as 0.88.

Forms used for patients

Patient Information Form: It consists of ques-
tions including socio-demographic characteristics of
the patients and information about their diseases.

MBI: Barthel index was developed by Mahoney
and Barthel in 1965." It is a simple, understandable
index that includes all parameters of activities of daily
living. Turkish validity and reliability were performed
on neurological patients in 2000 by Kii¢iikdeveci et al.?°
It consists of 10 sub-headings: eating, bathing, self-care,
dressing, bladder control, bowel control, toilet use,
chair/bed transfer, mobility, and stair use. Scoring
varies between 0-100. A high score indicates a high
level of independence in performing activities of daily
living. In our current study, the Cronbach alpha value
of the scale was calculated as 0.87.

NeuroQoL-Stigma Scale: The five-point Likert-
type scale consisting of 24 questions was developed
by the National Institute of Neurological Diseases



and Stroke.?! The score that can be obtained from the
scale varies between 24 and 120. A high score indi-
cates that the level of stigma that patients are exposed
to or feel due to their disease is high. The Cronbach’s
a coefficient of the scale, whose validity and relia-
bility were conducted by Karsidag et al., was found to
be 0.95.22 In our current study, the Cronbach alpha
value of the scale was calculated as 0.91.

BDI-II: The scale with a total number of 21
items was developed by Beck et al. and the scale was
adapted to Turkish by Kapci et al.?*?* The scale mea-
sures the severity of depressive mood. The total score
that can be obtained from the scale varies between 0-
63 and a high score indicates depressive mood. In our
current study, the Cronbach alpha value of the scale
was calculated as 0.89.

STATISTICAL ANALYZE

Power analysis was performed to determine the num-
ber of patients to be included in the study (G'Power
3.1.9.7 program). IBM SPSS Statistics 22 (IBM
SPSS, Armonk, NY) software was used for statistical
analyses. The Kolmogorov-Smirnov test evaluated
the suitability of the data for distribution. Mean, fre-
quency, Mann-Whitney U, Kruskal-Wallis test,
Spearman correlation analysis, and regression analy-
sis were used to evaluate the data. Significance was
evaluated at p<0.05 level.

I RESULTS

The mean age of the patients (n=105) included in the
study was 50.2 years (£16.5), and more than half
(58.1%) were male. Most of the patients (40%) were
stroke patients. The mean age of caregivers was 40.5
years (£15.3), and more than half (55.2%) were fe-
male. Of the caregivers, 60% reported that their eco-
nomic, 63.8% social and 55.2% private lives were
negatively affected due to caregiving. In addition, the
majority of the caregivers were spouses (40%) and
children (30.5%), while about half (42.9%) reported
that there was no person/institution to receive care-
giving support (Table 1).

When the mean caregiver burden score was
compared with some sociodemographic and clinical
data of the patient, significant correlations were found

TABLE 1: Sociodemographic and clinical characteristics of
patients/caregiver.
Characteristics Patients n (%)  Caregiver n (%)
Age (XSD) 50.2+16.59 40.55+15.31
Sex
Woman 44 (41.9) 58 (55.2)
Man 61(58.1) 47 (44.8)
Education
Primary/secondary education 62 (59) 44 {41.9)
High school 22 (21) 33 (31.4)
University and above 21 (20) 28 (26.7)
Employment status
Working 33(31.4) 43 (41.8)
Homemaker 30 (28.6) 36 (34.3)
Student 4(3.8) 8(7.6)
Retired 29 (27.6) 8(7.6)
Unemployed 9(8.6) 10 (9.5)
Income
Good 13 {12.4) 13 {12.4)
Moderate 86 (81.9) 82 (78.1)
Bad 6(5.7) 10 (9.5)
Marital status
Single 18 (17.1) 24(22.9)
Married 82(78.1) 78 (74.3)
Divorced/widowed 5(4.8) 3(29)
Did illness/caregiving negatively affected your economic life?
Yes 65 (61.9) 63 (60)
Did the iliness/caregiving negatively affect your social life?
Yes 76 (72.4) 67 (63.8)
Did the illness/caregiving negatively affect your private life?
Yes 69 (65.7) 58 (55.2)
Diagnosis
Stroke 42 (40)
Myasthenia graves 23(21.9)
Multiple sclerosis 13 (12.4)
Epilepsy 10 (9.5)
Parkinson 6(5.7)
Other (Gullian Barre, neuropathy etc.) 11 (10.5)
Caregiver
Parent - 10 (9.5)
Spouse 42 (40)
Child 32 (30.5)
Sibling 13 {12.4)
Other (friends, relatives etc) 8 (7.6)
Is there any person/institution that you can get care support from?
Yes - 60 (57.1)
No 45 (42.9)
Time spent on care 12.728.75

SD: Standart deviation.

according to gender (p=0.002), income level
(p=0.021), disease diagnosis (p=0.009) and duration
of diagnosis (p=0.001). In addition, it was found that



care burden increased with increasing caregiver age
(p=0.015), and those with bad income levels
(p=0.020) and parents (mother-father) had the high-
est mean care burden score (p=0.005).

The mean hopelessness score of the caregivers
showed significant correlations with the income level

(p=0.009), disease diagnosis (p=0.029), and duration
of diagnosis (p=0.024) of patients. In addition, age
(p<0.001), educational status (p<0.001), employment
status (p=0.043), income level (p=0.002), and close-
ness to the patient (p=0.009) of caregivers were also
found to be significant variables (Table 2).

TABLE 2: Factors associated with caregiver burden and hopelessness level.
ZBI BHS
Patients characteristics X+SD p value X+SD p value
Age r=0.022 0.822 r=0.044 0.653
Duration of diagnosis r=0.309 0.001 r=0.22 0.024*
Sex
Male 27.13+14.41 0.002 6.375 0.098
Female 18.59+12.66 4.8614.7
Education
Primary/secondary education 23.12414.89 0.858 5.93+4.81 0.728
High school 2545+15.78 6.0045.69
University and above 22.80111.67 4.90+4.44
Income
Good 25.23+16.66 0.021 6.30+4.06 0.009
Moderate 22.23+13.63 5.29+4.97
Bad 38.83+10.06 11.00£2
Marital status
Single 25.77+15.12 0.733 6.16+4.99 0.908
Married 23+14.29 5.68+5
Divorced/widowed 2313 5.20%3.76
Diagnosis
Stroke 19.35+12.74 0.009 4.54+4.32 0.029
Myasthenia graves 19.61+14.60 6.76+5.05
Multiple sclerosis 28.30£17.36 8.80+5.73
Epilepsy 26.13+10.73 5.39+3.70
Parkinson 44.16+17.11 11.00+6.69
Others 23.27+11.93 4.18+5.05
Caregiver’s characteristics
Age 1=0.236 0.015 r=0.418 <0.001
Sex
Male 22.63+13.17 0.728 5.46+4.12 0.936
Female 24.29%£15.19 5.96+5.49
Marital status
Single 20.08+10.60 0.207 3.91+4.60 0.048
Married 242015 6.35+4.95
Divorced/widowed 34.33+14.36 4.33+3.05
Education
Primary/secondary education 24.45%16.71 0.913 7.79+4.91 <0.001
High school 22.66+13.13 5.06+4.74
University and above 23.17£11.57 3.3243.80
Income
Good 19.46+12.62 0.020 6.30+4.06 0.009
Moderate 22.87+14.38 5.29+4.97
Bad 34.40+11.14 1112
Caregiver
Parent 36.10+12.66 0.005 9.00+3 0.009
Spouse 15.84+7.82 3.1543.36
Child 25.85+15.24 6.76+5.49
Sibling 19.06+12.32 4.81+4.29
Other (friends, relatives etc.) 26.25+14.28 4.25+5.33
Time spend on care r=0.016 0.238 r=0.095 0.337

ZBl: Zarit Caregiver Burden Inventory; BHS: Beck Hopelessness Scale; SD: Standart deviation.




The correlation of the caregiver burden and
hopelessness scores with the other functional scales
of the patient was analyzed. Accordingly, it was
found that the caregiver burden increased as the func-
tional independence level of the patients worsened
(p<0.001). In addition, it was determined that care-
giver burden increased as the level of stigma and de-
pression increased (p<0.001). Also, there was a
moderate positive correlation between caregiver bur-
den and hopelessness level (p<0.001) (Table 3).

In addition to all these analyses, logistic re-
gression analysis was performed to identify pre-
dictors of caregiver burden For logistic regression
analysis, no care burden (ZBI<20) was coded as
«0»

and mild-moderate-severe care burden

(ZBI=21-88) as “1”. Hopelessness scale was coded
as minimal-mild (BHS<8) and moderate-severe
(BHS>9). As a result of regression analysis, the ef-
fect of patient gender, functional dependence level,
and caregiver hopelessness score on care burden
was found to be significant. Being male was an im-
portant variable that increased caregiver burden
(p=4.21, p=0.044). In addition, as the Barthel
scores of the patients worsened (=0.96, p=0.032)
and the hopelessness scores of the caregivers in-
creased (B=1.37, p<0.001), caregiver burden in-
creased (R?=0.53). The most important factors
contributing to the level of caregiver hopelessness
were found to be caregiver age (B=1.03, p=0.049)
and caregiver burden (=1.08, p=0.001) (Table 4).

TABLE 3: Relationship between caregiver burden, hopelessness and other scales.

Scales X+SD 1

1. ZBI (cq) 23.55+14.28 >0.999
2. BHS (cg) 5.74+4.91 0.519*
3, MBI (p) 79.71£27.34 0.414*
4.BDI-I (p) 14.65+11.78 0.363**
5, Stigma (p) 37.29+13.47 0.418*

Spearman rho (r)

2 3 4 5
>0.999
-0.209* >0.999
0.205* -0.367** >0.999
0.241* -0.507* 0.534* >0.999

*p<0.05; **p<0.001; SD: Standart deviation; ZBI: Zarit Caregiver Burden Inventory; cg: Caregiver; BHS: Beck Hopelessness Scale; MBI: Modified Barthel Index; BDI-II: Beck Depres-

sion Inventory-1l.

TABLE 4: Regression analysis for predicting caregiver burden and hopelessnes.

95% CI for Exp(B)

Variables B SE

Caregiver burden

Sex (p) 1.43 0.56
Age (cg) -0.032 0.020
MBI (p) -0.036 0.014
Duration of diagnosis (p) 0.003 0.001
Stigma (p) 0.009 0.028
Depression (p) -0.016 0.025
BHS (cg) 0.321 0.080
Constant 1.038 1.847
Hopelessnes

MBI (p) 0.008 0.011
Stigma (p) 0.001 0.025
Depression (p) -0.002 0.026
Age (cg) 0.036 0.018
Duration of diagnosis (p) 0.000 0.001
Caregiver burden (cg) 0.077 0.022
Constant -5.014 1.805

Significant Exp(B) Lower Upper R?
0.011* 421 1.392 12.735 0.538
0.112 0.968 0.931 1.007
0.008* 0.964 0.939 0.991
0.005* 1.003 1.001 1.004
0.741 1.009 0.955 1.067
0.528 0.984 0.937 1.034

<0.001** 1.379 1179 1.613
0.574 2.822
0.453 1.008 0.987 1.029 0.318
0.958 1.001 0.953 1.063
0.932 0.998 0.949 1.050
0.049* 1.037 1.00 1.075
0.746 1.00 0.998 1.001
0.001* 1.080 1.034 1.129
0.005 0.0007

*p<0.05; **p<0.001; SE: Standard error; CI: Confidence interval; cg: caregiver; MBI: Modified Barthel Index; BHS: Beck Hopelessness Scale.




I DISCUSSION

Individuals with neurological diseases could have
many physical and psychosocial symptoms, and the
disease burden is generally high. Therefore, it is ex-
pected that the care burden perceived by the care-
givers of these patients will be high. Also, as the care
burden increases, it can be predicted that the level of
hopelessness will also increase. In this study, in
which patients and their primary caregivers were in-
cluded, caregiver burden, hopelessness level, and re-
lated factors were investigated.

In this study, the caregiver burden scale’s mean
score was 23.5 (+14.2), and mild to moderate care
burden was found. A different study evaluating care
burden in neurological diseases reported this average
as 36.5 (+14.3). Although many factors affect the de-
gree of care burden, the diagnosis received by the pa-
tients and the disease burden caused by the disease
can be shown as the biggest factor. In the study con-
ducted by Ozkan Tuncay and Kars Fertelli, patients’
independence levels are lower.?> The fact that the
mean Barthel score was one of the most important
factors affecting the burden of care in our current
study supports this situation.

Apart from this, it was also found that different
variables belonging to the patient and the caregiver
affected the care burden. For example, it is notewor-
thy that patient gender among sociodemographic
characteristics is associated with caregiver burden. In
regression analysis, it was found that the care burden
was four times higher in caregivers of male patients.
This may be explained by the roles attributed to indi-
viduals by society or cultural differences. Although it
varies from society to society, it can be said that the
responsibilities or roles imposed on men are less than
those of women. Therefore, male patients receiving
care have higher expectations, which may increase
the caregiver’s burden. In different studies, it has
been reported that the burden of caregiving is related
to gender, and the fact that the care recipient is male
and the caregiver is female has been reported as a fac-
tor that increases the burden of care.®’2¢ The other
factor associated with caregiver burden was income
level. It was found that the poor income level of both
the patient and the caregiver increased the caregiver’s

burden. Low-income level is expected to bring with
it an increased economic burden. In our current study,
more than half of the patients and caregivers (60%)
reported that their economic life was negatively af-
fected due to caregiving. The decreased labor force
due to illness/caregiving and increased medical costs
due to illness can be shown as the main reasons for
this situation.?” An important variable contributing to
caregiver burden was the closeness of the caregiver to
the patient. It is noteworthy that the mean caregiver
burden score was highest in parents. This may be at-
tributed to two different reasons. The first one is the
age factor. In our study, it was found that the age of
the caregiver was positively correlated with care bur-
den. Therefore, it is expected that the increased age of
the parents would lead to increased care burden. The
other factor can be said to be the psychosocial bur-
den felt by the parents. The families of patients whose
lives are affected multidimensionally (marriage, work
life, social life, etc.) due to their diseases are also di-
rectly affected by this situation. For example, it has
been reported that individuals whose private, work, or
social life is affected due to epilepsy have more psy-
chiatric comorbidity, which is directly related to the
caregiving burden.??

Among the clinical characteristics, disease diag-
nosis, and diagnosis duration were associated with
care burden. In fact, it can be said that these two fac-
tors contribute to the burden of care similarly. In-
creasing the duration of diagnosis will lead to an
increase in the disease burden and a decrease in the
patient’s level of independence. In our study, the pos-
itive correlation of the Barthel score of the patients
with the burden of care supports this situation. Simi-
larly, the burden of the disease may be heavier be-
cause Parkinson’s disease is seen in advanced ages
and includes many physical, psychological, and be-
havioral symptoms.!*3° Therefore, it can be said that
these patients had lower Barthel scores and higher
care burden scores.

Interestingly, the time spent on caregiving was
not found to be significant with care burden. In dif-
ferent studies, the duration of caregiving is the factor
found to be associated with care burden.**' The fact
that caregivers did not distinguish between the time
they spent with the patient without providing care and



the time they spent with the patient without providing
care may have caused this result. Even if the patient
does not need care (e.g. a young epilepsy patient who
is able to fulfil activities of daily living), caregivers
may state that they take care of the patient 24 hours
a day because they live in the same house. Therefore,
this situation can be explained by not fully under-
standing the problem. It may be recommended to
question this factor in more detail in different studies
to be conducted.

Depressive mood and feeling stigmatized due to
the disease were important factors found to be asso-
ciated with care burden. It can be thought that phys-
ical health is generally impaired in neurological
diseases, and this situation increases the burden of
care. However, mental health and psychosocial well-
being are also important factors for care burden. It is
reported that individuals who are stigmatized due to
their disease are more depressed, have low self-con-
fidence, and poor quality of life.>? In a recent study,
it was emphasized that the care burden of individuals
caring for epilepsy patients is closely related to the
patients’ anxiety, anxiety and depression levels.*
Similarly, in a study conducted with multiple sclero-
sis patients and their caregivers, it was reported that
neuropsychiatric symptoms as well as physical dis-
ability of the patients were important factors con-
tributing to the burden of care.* In a recent review
article, it was emphasized that the burden of care in
neurological diseases is affected by the diagnosis re-
ceived by the patients, the prognosis of the disease,
and the level of both physical and mental health of
the patients.* Therefore, it is very important to in-
vestigate the mental health and psychosocial well-
being of patients as well as their physical health.’
Therefore, nurses who have important roles in patient
care should provide the necessary guidance for pa-
tients to receive psychological support.

Factors that increase the burden of care are gen-
erally associated with the level of hopelessness of the
caregiver. In particular, the caregiver’s age and the
caregiving burden were the two most important pre-
dictors contributing to hopelessness. In different stud-
ies, it is seen that hopelessness is not a frequently
studied subject. Instead, the relationship between
caregiving burden and depression and burnout was

questioned. Similar results were obtained in these
studies, and it was emphasized that depression and
burnout levels increased as the care burden in-
creased. 3" Beck et al. reported that hopelessness had
a greater effect on suicide risk than depression in their
comprehensive study.* This situation reveals the ef-
fect of hopelessness level on caregivers’ well-being
and quality of life. Therefore, one of the first things
to be done to reduce the level of hopelessness of care-
givers is to reduce the burden of care. The most im-
portant task for this falls to nurses. Nursing has a
holistic approach, caring for the patient and educating
and counseling the patient’s relatives when neces-
sary. It has been reported that different interventions
nurses apply to reduce the burden of care reduce care-
giver burden and depression levels, increase self-
management, and strengthen coping mechanisms.*
In fact, the steps to be taken to reduce the care burden
of the caregiver will indirectly benefit patient care be-
cause it will not be possible for a caregiver with an in-
creased care burden and impaired psychosocial
well-being to provide quality care. Therefore, it can
be said that determining the factors contributing to
caregiver burden and attempts to eliminate these fac-
tors will also improve the quality of patient care.

I CONCLUSION

It has been observed that caregiver burden in neuro-
logical diseases is felt at different degrees and is as-
related to the
patient/caregiver contributing to this burden. In ad-
dition, caregiver burden was found to be an impor-
tant predictor contributing to the

sociated with many factors

level of
hopelessness. Therefore, it is necessary to determine
the factors contributing to caregiver burden and to
plan interventions for modifiable factors.

For this purpose, first of all, caregivers should
be evaluated comprehensively and their social sup-
port systems should be questioned. The units/persons
from whom caregivers can receive social support (as-
sociations, patient schools, nursing homes, nurses,
doctors, etc.) should be explained to caregivers. In
addition, both physical and psychosocial health lev-
els of patients should be examined. Since it is antici-
pated that the improvement in the health of the
patients may reduce the burden of the caregiver,



holistic care should be provided to the patient by rel-
evant persons (doctor, nurse, psychiatrist, psycholo-
gist, etc.). Efforts should be made to reduce the
caregiver burden by taking initiatives to increase the
quality of life of patients. In this regard, the nurse
who provides holistic care to the patient has impor-
tant

STRENGTHS AND WEAKNESSES OF THE STUDY

Including both caregivers and patients within the
scope of the research enables a comprehensive eval-
uation of the factors affecting caregiver burden and
hopelessness level. This can be considered as the
strength of the study. Although the caregiver burden
of individuals with neurological diseases was inves-
tigated in our current study, the fact that all individ-
uals with chronic diseases (e.g., Alzheimer’s disease)
and their caregivers could not be included in the study
can be shown among the limitations. In addition, the
symptoms, clinical course, and therefore the burden
it imposes on the caregiver may be different for each
neurological disease. From this perspective, dis-
cussing it under the title of “neurological diseases”
without focusing on a single disease in detail can be

shown as a limitation. In addition, the unequal num-
ber of patients in each disease group included in the
study (mostly stroke patients) and the fact that the
study was conducted in a single center, considering
cultural differences, can also be shown as limitations.
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