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Life Satisfaction and Care Burden of
Caregivers Who Provide Care at Home to
Elderly Patients and the Influencing Factors

Yagl: Hastaya Evde Bakim Verenlerin

Yasam Doyumlar ile Bakim Yiikleri Arasindaki Iligki

ve Etkileyen Faktorler

ABSTRACT Objective: This study aimed to determine the relationship between life satisfaction
and care burden in those who provide care to impaired elderly individuals at home and the
factors that affect that relationship. Material and Methods: This relational descriptive study
was conducted between July 2012 and June 2013. The study population comprised 200 care-
givers who provided care to elderly individuals (aged 65 years or older) registered with the
Home Care Center of Adiyaman University Training and Research Hospital. In total, 160
caregivers participated in this study. Data were collected using a questionnaire prepared by
the investigator that included demographic information, the Burden Interview and the Sat-
isfaction with Life Scale. Data were evaluated using the Statistical Program for Social Sciences
(SPSS) 16.0 package program. Statistical analysis was used to number, percentage, t-test,
ANOVA and correlation. Results: The majority of caregivers were women and married.
Overall, the caregivers’ care burden and life satisfaction were determined at moderate
levels (46.45+15.40 score). Factors such as sex, income status and care satisfaction affected
care burden, whereas education level and income status affected life satisfaction. A nega-
tive correlation was found between care burden and life satisfaction of the caregivers.
Conclusion: The results of this study demonstrated that the burden of care decreases the life
satisfaction. To decrease care burden and increase the life satisfaction of caregivers, national
policies and training programmes should be developed.

Keywords: Elderly; caregiver; care burden; life satisfaction; nursing

OZET Amag: Bu arastirmanin amaci yasl hastaya evde bakim verenlerin yasam doyumlar ile
bakim yiikleri arasindaki iligki ve etkileyen faktorleri belirlemektir. Gereg ve Yontemler: fliskisel
tanimlayici olan galisma Temmuz 2012-Haziran 2013 tarihleri arasinda yapildi. Arastirmanin
evrenini, Adiyaman Universitesi Egitim ve Arastirma Hastanesi Evde Bakim Merkezine
kayitl1 65 yas ve {izeri yash hastaya bakim veren 200 bakim verici olusturdu. Toplamda 160
bakim veren c¢alismaya katildi. Verilerin toplanmasinda arastirmaci tarafindan hazirlanan
Bakim Veren ve alan Bireyi Tanitici Anket Formu, Bakim Verme Yiikii Olgegi (BYO) ve
Yasam Doyumu Olgegi (YDO) kullanildi. Veriler SPSS 16.0 paket programinda degerlendi-
rildi. Istatistiksel analizde say1, yiizde, t-testi, ANOVA ve korelasyon kullanildi. Bulgular:
Bakim verenlerin ¢ogunlugu kadin ve evliydi. Katilimcilarin bakim yiikii ve yasam doyu-
munun orta diizeyde oldugu belirlendi (46.45+15.40 puan). Cinsiyet, gelir diizeyi ve bakim
vermekten memnuniyet gibi faktorler bakim yiikiinii etkilerken, egitim diizeyi ve gelir du-
rumu yasam doyumunu etkiledigi saptandi. Bakim vericilerin bakim yiikii ile yagsam do-
yumlari arasinda negatif iligki bulundu. Sonug: Bu aragtirmanin sonuglar: bakim vericilerin
bakim yiikiiniin, yasam doyumunu azalttigini gostermektedir. Bu nedenle bakim verenlerin
bakim yiikiinii azaltmak ve yasam doyumunu arttirmak i¢in, ulusal politikalar ve egitim prog-
ramlar gelistirilmelidir.

Anahtar Kelimeler: Yasli; bakim verici; bakim yiikii; yasam doyumu; hemsirelik
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he world’s population is ageing. Factors such
Tas scientific and technological developments
in medicine, disease prevention, early diag-
nosis and treatment, development of protective
healthcare services, decreasing fertility rates and
infant mortality are among the reasons for the in-

crease in the elderly population.'

In 2015, the world population over the age of
65 was estimated at 8.5; and is predicted to rise to
16.7 % by 2050.* According to Turkish Statistical
Institute data elderly individuals aged over 65 years
constitute 7.8% of Turkey’s total population.’ With
this rapid increase in the elderly population glob-
ally, some problems specific to the elderly individ-
uals have emerged.® Caring problems and the needs
of caregivers are among the most common. Family
members often assume an important role in looking
after impaired older individuals, and this role of
caregivers has become more difficult in changing
cultural and economic environments.” Providing
care affects the physical, emotional, social and fi-
nancial status of caregivers.® Stenberg et al. found
that the most prevalent physical problems reported
by caregivers included sleep disturbance, fatigue,
pain, loss of physical strength, loss of appetite, and
weight loss.” Lambert et al. found that more than
one third of caregivers reported borderline or clin-
ical levels of anxiety.!°

Care burden is affected by variables such as the
caregiver’s age and sex, their physical and psycho-
logical health, the relationship between the im-
paired person and the caregiver, time spent on
providing care and the dependency status of the
care recipient.!!2 Caregivers who did not experi-
ence difficulties during the process of giving care
were less affected by the negative aspects of care-
giving, and their life satisfaction improved when
they received attention and support from their
families, friends and healthcare professionals.!
However, when a caregiver’s burden increases,
their life satisfaction decreases.”® Ho et al. found
that caregiver burden score was inversely associ-
ated with quality of life."

Increased caregiver burden negatively affects
life satisfaction. Therefore, determining the rela-
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tionship between care burden and life satisfaction
and identifying factors that affect this relationship
are important when planning nursing care. The
purpose of this study was to determine the rela-
tionship between life satisfaction and care burden
of caregivers who provide care at home to impaired
elderly individuals and investigate the factors af-
fecting that relationship.

I MATERIAL AND METHODS

STUDY DESIGN AND SETTING

The study used a relational descriptive design and
was conducted between July 2012 and June 2013.
Participants were caregivers who provided care to
elderly individuals who are registered with the
Home Care Center of the Adiyaman University
Training and Research Hospital in the provincial
center of Adiyaman, Turkey. Because we aimed to
include the entire caregiver population (n=200) in
the study, we did not calculate the sample size and
did not use any sampling method. In total, 160
caregivers who provided care to an impaired eld-
erly individual were included in this study, repre-
senting 80% of the target population inclusion
criteria were as follows: (i) caregivers who were
able to speak Turkish, (ii) were living with the eld-
erly care recipient and (iii) had kinship with the
elderly care recipient (those who were paid to pro-
vide care were excluded).

Data were collected by the investigator
through face-to-face interviews with caregivers.
Interviews were conducted during patient visits
alongside home care staff who worked 5 days per
week. The interviews lasted for approximately 20-
25 minutes. A socio-demographic data form com-
prising 22 questions about the characteristics of the
caregiver and the care recipient, the Burden Inter-
view (BI) and the Satisfaction with Life Scale
(SWLS) were used during the interviews.

ETHICAL CONSIDERATIONS

Written permission was obtained for the study
from the Clinical Trials Ethics Committee in
Malatya and the Provincial Health Directorate in
Adiyaman. Permission was also obtained from Inci
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and Erdem, who conducted the validity and relia-
bility for the Turkish version of BI."> Before ad-
ministering the forms, the purpose of the study was
explained to the patients and their verbal approvals
were obtained; their privacy was respected.

MEASUREMENTS

Burden Interview (BI): This widely used interview
was developed by Zarit, Reever and Bach-Peterson
in 1980 to assess the difficulties experienced by
caregivers. The interview can be completed by the
caregivers themselves or the investigator and com-
prises 22 statements covering the effect of caregiv-
ing on the individual’s life, with a focus on social
and emotional issues (physical, psychological and
social well-being). Responses are on a Likert-type

» o« » o«

scale ranging from 0 to 4 (“never”, “rarely”, “some-
times”, “quite frequently” and “nearly always”).
Total scores range from 0 to 88, and higher scores
indicate higher levels of difficulty experienced.
Scores of 0-20 are assessed as ‘little or no burden’,
21-40 as “mild to moderate burden”, 41-60 as
“moderate to severe burden” and 61-88 as “severe
burden”. The interview has been tested for validity
and reliability in many countries, with testing for
validity and reliability in Turkish con- ducted by
Inci and Erdem. The Cronbach alpha coefficient for
the interview ranged from 0.87 to 0.99." The Cron-
bach alpha coefficient found 0.87 in our study.

Satisfaction with Life (SWLS): This scale, de-
veloped by Diener, Emmans, Lorsen and Giffin
(1985), consists of five items expressed in the same
direction. Responses are on a Likert-type scale
ranging from 1 to 7 (‘strongly disagree’ to ‘strongly
agree’). The scale is a self-report instrument and
can be completed in 5 min. SWLS was translated
to Turkish by Koker and showed test-retest relia-
bility of 0.85 and internal consistency of 0.78. The
highest obtainable SWLS score is 35 and the lowest
possible score is 5; higher scores indicate higher
satisfaction with life.!* The Cronbach alpha coeffi-
cient found 0.88 in our study.

DATA ANALYSIS

Data were evaluated using the Statistical Program
for Social Sciences (SPSS) 16.0 package program.
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Socio-demographic data for caregivers and care re-
cipients (impaired elderly individuals) were ex-
pressed in numbers and percentages. ANOVA was
used to compare age, education level, occupation
and family income status with BI and SWLS scores.
Correlation analysis was used to identify the rela-
tionship between the mean BI and SWLS scores,
and t-tests were used to compare sexes by BI and
SWLS scores in independent groups. A p-value of
<0.05 was considered statistically significant with
a 95% confidence interval.

I RESULTS

The mean age of caregivers was 48.01 + 1.60 years;
83.1% were female, 83.8% were married and 41.9%
had not graduated from primary school. Most care-
givers (88.1%) were not working, 90.6% had social
security and 56.9% had less income than their ex-
penses. In addition, 61.2% of caregivers did not
have any chronic disease. In terms of relationship
to the care recipient, 32.5% of the caregivers were
daughters. A majority of caregivers (63.8%) had
cared for their relative for 1-5 years; 85% were
happy to provide care and 40% received help while
providing care. Reasons for providing care to their
relative included family responsibility/family ties
(70.6%), the absence of an alternative caregiver
(22.5%) and an economic contribution from the
elderly individual (6.9%) (Table 1).

The mean age of the care recipients was 77.08
+ 7.83 years, 67.5% were female and 32.5% were
male. We found that 41.9% of care recipients had
not graduated from primary school, 31.9% had a
green card and 74.4% had an income. Common
chronic disease diagnoses were hypertension
(66.2%), diabetes (39.4%), cerebrovascular disease
(23.8%) and heart failure (15.6%) (Table 2).

The mean Bl score was highest in the group of
caregivers aged 20-39 years. This group also had
the lowest SWLS scores, but the difference be-
tween the groups was not significant (p>0.05).
Women suffered significantly more caregiving bur-
den than men (p<0.05). Factors such as income sta-
tus and being happy to provide care affected care
burden (p<0.05). SWLS scores were lower in the
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TABLE 1: Socio-demographic characteristics of
caregivers (n=160)

Variables

Age (year)

20-39

40-59

60 and above

Gender

Female

Male

Marital Status

Married

Single

Level of education
llliterate

Primary school

Secondary education
University and above
Employment Status
Working

Not working

Social Security

Yes

No

Income Status

Less income than expenses
Income equal to expenses
Chronic Diseases

Yes

No

Kinship with the Elderly
Daughter

Spouse

Daughter-in-law

Son

Happy to give care

Yes

No

Persons giving support for care
Sister

Spouse

Daughter

Period of giving care

1-5 years

6-10 years

11 and above years
Reason for giving care to elderly
Family responsibility / family ties
Absence of anyone else to give care
Economic contribution

Total

N

51
68
4

133
27

134
26

67
49

91
69

62
98

52
47
41
20

136
24

113
36
1
160

%

31.9
42.5
25.6

83.1
16.9

83.8
16.2

41.9
30.6
21.2
6.2

11.9
88.1

90.6
9.4

56.9
431

38.8
61.2

325
29.4
25.6
125

85.0
15.0

18.8
11.9
9.4

63.8
244
11.9

70.6
22.5
6.9
100.0
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group of caregivers with low education levels than
in those with high education levels, and the differ-
ence between the groups was significant (p < 0.05).
Caregivers with less income had lower SWLS
scores (p < 0.05). Factors such as age group, sex and
being happy to provide care did not affect SWLS
scores (p > 0.05) (Table 3).

There was a negative correlation between care
burden and satisfaction with life in caregivers; as
care burden increased, satisfaction with life de-
creased (Table 4).

I DISCUSSION

In their study, Akyar and Akdemir found that 50%
of caregivers had provided care to their care recip-

TABLE 2: Socio-demographic characteristics of
care recipients (n=160).

Variables N %
Age (year)

65-74 65 40.6
75-84 67 41.9
85 and above 28 175
Gender

Female 108 67.5
Male 52 325
Marital Status

Married 95 59.4
Single 65 40.6
Level of education

Not primary school 67 419
Primary school 49 30.6
Secondary education 44 275
Social Security

Social security institution (SGK) 109 68.1
Green card 51 31.9
Income Status

Has own income 119 744
Has no income 41 25.6

Diagnosis of disease of the elderly

Hypertension 106 66.2
Diabetes 83 39.4
Cerebrovascular disease 38 23.8
Osteoporosis 25 15.6
Heart failure 24 15.0
Asthma 18 11.2
Mean age (year) 77.08 +7.83
Total 160 100.0
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TABLE 3: Comparison of mean scores of burden interview and satisfaction with
life of caregivers with socio-demographic characteristics.
Features Care burden X + SD p-value Satisfaction with life X + SD p-value
Age groups (years)
20-39 49.50+£17.41 F:1.513 17.29+5.88 F:1.242
40-59 44.73£12.27 p:.223 18.80+4.74 p:.292
60 and above 45.51+17.15 17.85+5.39
Gender
Female 47.64+15.18 t:2.195 18.24£5.33 t:.842
Male 40.59+15.43 p: .030 17.29+5.17 p: .401
Level of education
Not primary school 47.61+£13.98 17.02+4.47
Primary school 47.57+15.32 KW: 3.482 18.28+5.33 KW: 10.391
Secondary education 44.26+17.43 p: .323 18.32+5.91 p:.016
University and above 40.70+17.88 23.30+5.57
Income status
Less income than expenses 49.82+15.18 t:3.271 16.53+5.07 t: -4.469
Income equal to expenses 42.01+14.64 p:.001 20.11+4.93 p:.000
Happy to give care
Yes 44.30+14.64 MN-U: 743.000 18.45£5.28 MN-U: 1238.500
No 58.62+14.16 p:.000 15.955.04 p: .060

F: Anova t: t testi MN-U: Mann Whitney U KW: Kruskall Wallis.

TABLE 4: Relationship between mean scores of care
burden and satisfaction with life scale of caregivers.

Min Max X+SD
Care burden 13.0 88.0 46.45£15.40
Satisfaction with life 5.0 33.0 18.08+5.30
r=-.359* p=.000
**p<0.001

ient for 1-5 years, which is consistent with the re-
sults of this study."” Our finding demonstrated that
most caregivers were happy to provide care which
might reflect the fact that respect, love and toler-
ance for elderly individuals are key values of the
Turkish culture. We found that the overall care-
giver burden was at a moderate level (Table 4),
consistent with the findings of Karahan et al.’® In
this study, the group of caregivers aged 20-39 years
had a higher care burden and lower satisfaction
with life, although this was not significant. The
higher care burden in younger caregivers may be
because young people are inexperienced in provid-
ing care and have more responsibilities in daily life.
We also found that women suffered more care bur-
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den than men, and this was statistically significant
(Table 3), a finding consistent with that of previ-
ous studies.'”? We investigated caregivers’ care
burden by education level and found that those
who had not graduated from primary school had a
higher care burden than other groups, but the dif-
ference between the groups was not statistically
significant (Table 3). Tabeleao et al. found that care
burden decreased as education level increased.”
Loureiro et al. and Salama et al. also found that
those with a lower level of education experienced
more care burden, with the difference between
groups being statistically significant.?** Our results
showed that life satisfaction of caregivers who had
not graduated from primary school was lower, and
the difference between the groups was statistically
significant.

We found that care burden was higher and
satisfaction with life was lower in caregivers with
less income than their expenses, and the difference
between the groups was significant (Table 3). This
result is consistent with the result of the study done
by Garlo et al. who found that a lower income level
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was associated with a higher care burden.* Care-
givers with a low income may have a higher care
burden because they struggle to meet the needs of
the person they look after. We found that care-
givers who were not happy to provide care had a
higher care burden than those who were happy to
provide care, and the difference between the
groups was statistically significant (Table 3). Brinda
et al. found that 63.5% of caregivers in their study
were unhappy with the function of giving care.”
Providing care affects the physical, emotional of
caregivers. Thus, declining wellbeing of caregivers
can lead to be unhappiness. In this study, age and
sex were not significantly correlated with being
happy to provide care or satisfaction with life.
However, we found a negative correlation between
care burden and satisfaction with life, and satisfac-
tion with life decreased as care burden increased
(Table 4). This finding is consistent with that in the
study by Riviera et al. Care burden affects all as-
pects of life so that it may leads to reduced life sat-
isfaction.?® Danac1 and Koc found that there was a
negative and significant relationship between care-
giving burden and quality of life.”

I CONCLUSION

In conclusion, care burden and satisfaction with
life were at a moderate level. Sex, income level and
happiness with care were significantly correlated
with care burden. Education status and income
level were significantly correlated with satisfaction
with life. These results suggest that support systems
should be increased by raising awareness among
staff providing home care services to help decrease
the care burden and increase life satisfaction in
family members who provide care to elderly indi-
viduals. In particular, nurses should identify the
problems experienced by family members with a

16

high care burden and arrange training programmes
to help them to cope with problems. Centres such
as day nursing homes and day care units should be
opened for impaired elderly individuals, and those
who provide institutional-level care should be sup-
ported. Training and consultancy programs should
be generalized in elderly care. Elderly care, diffi-
culties experienced in care and solution proposals
in the fields should be given wide coverage to in
the curriculum of health departments.

In line with these results, to reduce care bur-
den and to increase life satisfaction must be pro-
vided multidisciplinary approach (physician, nurse,
psychologist, occupational therapist etc.) both care-
givers and elderly patients. Day care homes should
be opened to reduce the burden of care. Problems
and solutions proposed in elderly care should be
added to the education curriculum.
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