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Abstract
Objectives: Most of the Alzheimer’s patients are looked after at home by family members. Caregivers who are not
prepared for looking after these patients are under pressure because of their increasing needs. Both patients and family
members need social support provided by not only healthcare professionals but also family, friends and neighbors in order
to cope with their physical, psychological, social and economical problems. This study was conducted in order to
determine the relationship between care burden and perceived social support of family caregivers who look after an
Alzheimer’s patient.
Methods: This study was cross-sectional and conducted at a neurology outpatient clinic of a university hospital. 107
family members who take care of an Alzheimer’s patient was included. Personal information form, Barthel Index (BI),
Lawton-Brody Index (LBI), Multidimensional Scale of Perceived Social Support (MSPSS), and Zarit Burden Interview
(ZBI) were used to collect data. The mean, percentage, Shapiro-Wilk, Student T-test, Mann-Whitney U test, One-way
ANOVA, Kruskal-Wallis test, and Pearson’s correlation tests were used to evaluate the data.
Results: Family caregivers’ average ZBI score was determined to be 53.09 ± 18.19 and average MSPSSS score was 51.78
± 19.62. Caregivers’ age is 51 and above, who were female, who were illiterate, and who were patients’ spouse had high
ZBI scores and low MSPSS scores. It was determined that there was a negatively significant correlation between the
caregivers’ ZBI and MSPSS scores (p< .01). The patient’s LBI mean score was 13.98 ± 3.08, and BI mean score was 43.61
± 13.52. There was a statistically significant relationship between the patients’ LBI and ZBI scores (p< .01). Moreover,
there was a statistically significant relationship between the patients’ BI and ZBI scores (p< .01). However, patients’ LBI
and BI scores are not statistically related to the MSPSS scores.
Conclusions: Motivating family caregivers’ social support networks and encouraging caregivers to make use of these
networks will be very helpful in coping with caregiving problems.
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1 Introduction
The frequency of dementia keeps increasing along with that of the elderly population [1]. Fifty percent of all cases of
dementia are accompanied by Alzheimer’s disease. Alzheimer’s disease causes cognitive and behavioral problems
resulting from neurodegenerative changes. Its symptoms, amnesia, orientation disorder and physical disability, are
progressive [2]. This condition develops over a time frame of 3-20 years; it degrades some of the cerebral functions such as
ideation, memory, learning, speaking, logical thinking, judgment, communicating, and activities of daily life [3]. Changes
in cognitive function may be observed during the course of this disease, which renders the patient dependent on other
people for daily life activities.
In Turkey, as many other countries, a majority of Alzheimer’s patients are cared for by family members. Alternative care
possibilities, such as visiting caregivers or dedicated inpatient institutions, are not available in Turkey. Worldwide,
approximately 8.9 million persons are estimated to be looking after patients over 50 affected by Alzheimer's or dementia
from other causes [4]. Caregivers who lack the training needed care for these patients are under pressure because of the
increasing needs. Serious problems including financial, personal and marital stress, difficulties in obtaining admission to
care centers or schedule for assistance, and various social problems may be observed over the long term [5-8].
The negative impact of the patients’ physical, psychological and social problems on family members thus experience
social, financial and mental repercussions [9, 10]. This further impairs patient care. These patients need help with most of the
daily chores and caregivers also have to cope with inappropriate or violent behavior, which may affect the latter's physical
and mental health [11]. Looking after an Alzheimer’s patient may be very stressful for caregivers. Varona et al. [12] found
that a moderate to high level of burden perception in adult-child caregivers.
Persons providing care to Alzheimer’s patients are in poor physical health when compared to other caregiver groups, as
shown by studies of immune system changes [13] and physical symptoms [14], found to be more frequent in this type of
caregivers. Moritz et al. [15] determined that male caregivers who looked after their own wives had a higher systolic blood
pressure than controls. Another study reported that caregivers who look after an Alzheimer’s patient with little social
support evidenced reactive heart rates during emotionally charged conversations [16]. Yet another study emphasized that
hostility, anger, avoidance without coping, type A behavior, and emotionality in caregivers of Alzheimer’s patients were
related to cardiovascular reactivity [17]. Chronic stress increases the risk of hypertension in caregivers of Alzheimer’s
patients [18, 19]. Shaw et al. [18] in their study determined that 67% of these people are at risk for hypertension. It was also
indicated that caregivers of Alzheimer’s patients use more medication and get more medical support as compared to
caregivers for other types of disease [20]. Especially female spouses of patients have more problems of energy deficit,
depression and sleeplessness than male spouses [21]. It was also reported that a patient’s disability level is strongly related
to the caregiver’s energy deficit, emotional reaction frequency and experience of social isolation [21]. In another study, it
was noticed that women caregivers of Alzheimer’s patients had higher depression scores [22]. Chang et al. [23] found higher
levels of physical support to be associated with poorer mental health, a higher care burden, a greater number of illness
symptoms and chronic conditions, and a lower self-perceived health score. Mental health and care burden were found to be
significantly correlated to the caregivers’ health problems in the last mentioned study [23].
Personal damage is not limited to physical and psychological health or family, business and social relationships when
looking after an Alzheimer’s patient [24, 25]. Extended disease causes financial problems to families [9]. Covinsky et al. [26]
reported that caregivers with limited financial resources were more often depressed. It was also observed that it was harder
for low-income caregivers to take care of their sick family members [27] and that those caregivers with poor economic
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status also had a low quality of life [28] and a higher stress level [29]. Caring for people with Alzheimer’s disease has been
variously characterized as demanding adjustment strategies, constituting threatening events and having a forceful
emotional impact [30-32].
As indicated above, in order to cope with their physical, psychological, social and economical problems, both patient and
family need social support, to be provided by not only healthcare professionals but also family, friends and neighbors.
Some studies indicate the importance of social support for physical and mental health [33, 34]. Social support is available to
individuals who have a chance to express positive or negative emotions while coping with hardship [35]. Discussing their
problems with other people helps them improve family communication, identify needs, and adjust to a progressive and
changing disease [35].
Social support is a complex concept, defined in a multitude of ways [36]. The level of social support of an individual has
commonly been examined with metrics such as the size of social network, its density, the frequency of contacts and
reciprocity [37]. Social support includes informational, emotional, and instrumental support [38]. Studies confirmed the
presence of a strong negative correlation between the availability of support systems and caregiver distress [39, 40]. Drentea
et al. [38] determined that 65% of spouse-caregivers reported receiving no physical help. Varona et al. [12] found that
caregivers able to receive some social support, even though under more intense stress factors, had a tendency to a lower
burden perception compared to those without such social support. The authors also reported that the availability of support
from the family and social network mitigates the negative impact of the patient's cognitive and behavioral disturbances [12].
Other studies point to a positive impact of perceived social support on caregiver burden [41, 42]. Some reports suggested that
perceived social support can better predict health outcomes and distress among caregivers than the level of effectively
received social support [39, 43]. Thompson et al. [44] suggested that instrumental and emotional support were ineffective in
reducing the caregiver burden of family members who look after frail, elderly patients.

Aim
This study was conducted to determine the relationship between care burden and perceived social support of familymember caregivers of Alzheimer’s patients.
We tried to find answers for the following questions:






What is the care burden level of family-member caregivers?
What is the level of social support as perceived by family-member caregivers?
Do care burden and perceived social support scores of family-member caregivers depend on their sociodemographic characteristics?
Do care burden and perceived social support scores of family-member caregivers depend on patient characteristics and care requirements?
Is there a correlation between care burden and perceived social support scores of family-member caregivers?

2 Material and methods
2.1 Sample
This cross-sectional study was conducted at the neurology outpatient clinics of a university hospital. Between February 1
and August 30, 2010, determined as data collection period, 119 Alzheimer patients consulted at the outpatient clinics. Of
these, 12 were deemed ineligible due to caregiver characteristics; 107 Alzheimer's family-member primary caregivers
were included in the study. The study was restricted to family-member caregivers for Alzheimer's disease, as requirements
Published by Sciedu Press
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of patient care may differ among different types of dementia. The caregiving family member was in each case identified
among those providing care to the patients recorded at the neurology outpatient clinics where the study was performed.
The 107 subjects included in the study responded to the following criteria: the patient cared for had had a diagnosis of
Alzheimer’s disease, and the patient had received care from the same primary caregiver, for 3 months or longer, the
caregiver requirements were: age over 18, physical and cognitive health status adequate for responding to the study
questionnaires, absence of communication problems (speaking, hearing, understanding etc.) and voluntary consent to
participate in the study. Cognitive health status was evaluated by one of the investigators, a neurologist, prior to the
administration of the questionnaires.

2.2 Measurements
A personal information form was used to determine the sociodemographic characteristics of the caregiver and the care
requirements. The Barthel Index (BI) and the Lawton-Brody Index (LBI) were used to evaluate the patient's daily activity;
a Multidimensional Scale of Perceived Social Support (MSPSS) was used to determine the caregiver's perceived social
support level, and a Zarit Burden Interview (ZBI) to record the caregiver's care burden.
The personal information form was designed for the carer's sociodemographic characteristics as well as factors specific to
the disease and its care. These are presumed to have an influence on the care burden and social support levels. This form
included information on variables such as age, gender, marital status, economic status (categories: income lower than
expenses, equal to expenses, and exceeding expenses), educational status, caregiver health and presence of chronic
disease, patient’s disease status, other care-related factors such as disease duration and care duration, and level of
dependence on caregiver.
The BI was developed by Barthel and Mahoney in 1965. It evaluates mobility and self-care activities, and its reliability has
been validated in various patient populations and societies. The BI consists of 10 items evaluating a person's daily
functioning and more specifically the activities in daily life and the patient's mobility grade. Single items include feeding,
moving from wheelchair to bed and vice versa, grooming, transferring to and from the toilet seat, bathing, walking on a
level surface, going up and down the stairs, dressing, and bowel and bladder continence. The score ranges from 0 to 100,
where 0-20 points indicate a fully dependent, 21-61 highly dependent, 62-90 semi-dependent, 91-99 almost independent
and 100 points a fully independent patient [45].
The LBI instrumental daily life activity scale was developed by Lawton and Brody. It is evaluating independent living in
society. This index consists of 8 questions that aim to determine a person’s instrumental daily life activities, such as using
a phone, cooking, shopping, daily household chores, laundry, using public transportation, taking pills and managing one's
finances. For each activity, three points are awarded for independent performance, two points if some help is needed and
one point if no performance is possible. A total score of eight indicates a fully dependent, 9-16 points semi-dependent, and
17-24 points a fully independent patient [46].
The ZBI, developed by Zarit, Reever and Bach-Peterson in 1980 aims to evaluate the stress level of caregivers. This
interview can be filled out by either the caregiver or an investigator. The interview consists of 22 questions to determine
the impact of caring on the caregiver’s life. The evaluation uses a Likert-type scale where 0 indicates never, 1, seldom, 2,
sometimes, 3, usually and 4 always. The ZBI was checked for validity and reliability by İnci [47] after translation into
Turkish and adaptation to Turkey. The total minimum score is 0 and the maximum 88. Questions in this interview
generally relate to social and emotional issues. A high total score indicates a heavy care burden [48].
The MSPSS was developed by Zimet and his friends in 1988 [49]; it aims to determine how social support factors are
perceived by individuals. Eker and Akar [50] conducted its reliability and validity studies for Turkey. The evaluation uses a
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Likert-type scale, with 12 questions each of which offer 7 reactions to choose from, ranging from 1 that corresponds to
"very strongly disagree" to 7, meaning "very strongly agree".
This scale has three subscales to evaluate support by family, friends and significant others. All three subscales have 4
questions. Individual subscale scores vary between 4 and 28, and the total score varies from 12 to 84. The higher the score,
the more perceived social support the person is reporting.

2.3 Data collection
A statement of the study purpose and methods was sent prior to starting the study to the hospital direction of the study
facilities to obtain formal authorization to perform the research. The study was started subsequent to the granting of this
authorization. Family-member caregivers provided their written informed consent after being informed of the aims,
purpose and procedures. Family-member caregivers were informed by the investigating team they were free to withdraw
their voluntary participation at any moment. The BI and LBI were essentially applied to the patients in the neurology
outpatient clinics to evaluate daily activities. The personal information form, ZBI and MSPSS were filled out for
caregivers during a one-to-one interview in another room. Forms were filled by the investigating team members over
approximately 30 minutes.

2.4 Data analysis
Data coding and evaluation was performed with the help of the Statistical Package for the Social Sciences (SPSS) 11.5.
Descriptive statistics such as mean, standard deviation, and percentiles were used for all variables. The Shapiro-Wilk
normality test was used to check the distribution of scores. Two independent groups were compared according to their
scores. Student t-test was used for normally distributed variables (age, gender, marital status, and presence of chronic
disease-ZBI and MSPSS scores) and the Mann-Whitney U test for the others (age –MSPSS score). A one-way ANOVA
was performed to compare simultaneously two or more variables with normal distribution (income level, live-in with the
patient, care duration and patient’s dependence- ZBI and MSPSS score) and the Kruskal-Wallis test for variables without
a normal distribution (educational level- MSPSS score, patient’s degree of relationship- ZBI and MSPSS score). Pearson’s
correlation was used to evaluate linear correlations between two continuous variables (BI, LBI, ZBI and MSPSS scores).
P-values below 0.05 were considered statistically significant.
We did not conduct regression analysis. In accordance with the objectives of our study, we present subgroup ZBI and
MSPSS scores.

3 Results
3.1 Family-member caregiver characteristics: ZBI and MSPSS scores
Table 1 shows the caregivers’ sociodemographic characteristics and their ZBI and MSPSS mean scores. The ZBI mean
score was 53.09 ± 18.19 and MSPSS mean score was 51.78 ± 19.62. Caregivers over 51 had a statistically significantly
higher ZBI score and lower MSPSS score than younger family-member caregivers (p< 0.05). Women's ZBI scores were
higher and their MSPSS scores lower when compared to men (p< 0.05). Married caregivers had higher ZBI mean scores
than single caregivers (p< 0.05), while the latter's MSPSS scores were higher than those of the married, all differences
being statistically significant (p< 0.05) (see Table 1). The educational level was inversely correlated with the ZBI score
and. income level correlated positively with MSPSS score (both p< 0.05) (see Table 1).
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3.2 Patient and care characteristics
Table 2 shows patient and care characteristics and their mean ZBI and MSPSS scores. The patients’ LBI mean score was
13.98 ± 3.08, and BI mean score was 43.61 ± 13.52.
No significant correlation could be established between any of patient age, caregiver’s degree of relationship to the patient,
duration of care or caregiver’s experience and the ZBI and MSPSS scores. Caregivers of dependent patients had higher
ZBI mean scores than those taking care of semi-dependent patients (p< 0.05). The MSPSS scores were comparable
between these two groups (see Table 2).
Table 1. The Caregiver Characteristics and ZBI and MSPSS Mean Scores
Characteristics

n

%

ZBI Mean ±SD

P value

MSPSS Mean ±SD

P value

Age*
25-50 years
51 and above

52
55

48.60
51.40

48.63±18.74
54.68±16.84

.006

54.43±18.77
49.28±14.73

.037

Gender
Female
Male

91
16

85.05
14.95

55.93±19.23
46.64±16.51

.003

50.58±16.64
53.69±18.73

.009

Marital Status
Single
Married

22
85

20.56
79.44

46.33±15.48
53.57±18.83

.007

54.75±13.21
48.92±19.79

.045

Educational Level
Illiterate
Primary School
Secondary School
High School
University

8
27
19
31
22

7.48
25.23
17.76
28.97
15.49

54.97±19.24
52.67±51.89
46.59±19.64
43.77±16.99
37.91±15.15

32.59±75.73
41.09±19.79
54.83±17.27
56.11±20.05
57.02±17.48

.009

Income Level
High
Middle
Low

12
46
49

11.21
42.99
45.79

54.96±17.78
52.71±09.91
55.04±20.51

59.61±19.27
45.89±20.11
44.28±19.58

.049

26

24.30

55.01±15.08

53

49.53

54.06±14.39

Lived With Patient
With AD Patient
AD Patient and
Family Members
AD Patient, Family
Members and
Relatives
Only Family
Member (AD Patient
at Separate Home)
Chronic Disease
Yes
No

.027

.081

46.94±24.85
49.71±16.37
.088

9

8.41

49.83±15.72

51.20±14.46

19

17.76

44.72±14.44

47.70±21.02

61
46

57.01
42.99

54.08±17.19
52.87±17.25

.091

47.91±16.52
49.09±19.26

.091

.217

*Grouped with a cut-off of 50 years, as younger people are actively occupied
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Table 2. The Patients Characteristics and Care Requirements and ZBI and MSPSS Mean Scores
Characteristics
Patients Age
54-75 years
76 and above
Patient’s Affinity
Degree
Spouse
Children
Relative/Friend
Care Duration
3-12 months
1-3 years
4 years and above
Patient’s
Dependence Level
Independent*
Semi-dependent
Dependent

n

%

ZBI Mean ±SD

P value

MSPSS Mean ±SD

P value

39
68

36.45
63.55

52.31±14.93
51.94±19.73

.872

49.52±19.06
50.89±19.98

.392

31
66
10

28.97
61.68
0.93

56.31±17.79
51.76±15.78
42.00±22.44

.022

39.84±19.74
50.83±18.90
46.50±25.79

29
47
31

27.10
43.93
28.97

49.45±15.39
54.67±16.81
55.09±18.31

.054

51.72±20.60
50.79±21.49
53.93±17.52

.
393

1
59
47

0.93
55.14
43.93

18.00
52.22±15.02
56.79±17.78

.027

36.00
53.45±19.42
53.24±21.76

.860

.078

* No statistical evaluation was performed.

3.3 Relationships between ZBI and MSPSS scores
There was a negative, significant correlation between the caregivers’ ZBI and MSPSS scores (p< 0.01) (see Table 3).
Table 3.Correlation Between ZBI, MSPSS, LBI, and BI Scores
ZBI Score
MSPSS Score
ZBI Score
MSPSS Score
BI Score
LBI Score

1

-.676*
1

BI Score

LBI Score

-.483*
-.291
1

.629*
.189
-.745*
1

*Significant .01 level

4 Discussion
In Turkey, family-member caregivers play an essential role in the care of patients with dementia. The ZBI and MSPSS
scores of caregivers were higher than average in our study. A previous study had showed that 18 of 24 centers had ZBI
scores between 23 and 37 [51]. ZBI scores in this report were lower than in our study (53.09 ± 18.19). We believe that the
absence of a home care organization in our country to ensure the continuity of care plays a role in this higher ZBI score.
Previous publications reported that behavioral problems such as night wandering, incontinence, agitation, and increasingly
impaired memory, which ultimately causes the patient to be unable to recognize his or her caregiver, can be especially
difficult for the latter [52, 53].
In our study, caregivers below 50 years of age had lower ZBI scores and higher MSPSS scores than younger subjects,
while a published study reports the contrary, i.e. a higher care burden in younger caregivers [27]. Younger caregivers,
having more extensive social networks and higher educational levels, can cope more with problems more effectively.
Most of the caregivers in our study were women, which is similar to previous published studies [27, 54] Women had higher
ZBI scores and lower MSPSS scores than men. Since caregiving is seen as a feminine duty in Turkish culture, as is the case
Published by Sciedu Press

7

www.sciedu.ca/jnep

Journal of Nursing Education and Practice, 2013, Vol. 3, No. 9

for many cultures around the world, it is regarded as a follow-up to women’s domestic responsibilities. Perception of
caregiving as a simple duty may lead to insufficient social support. Therefore, women’s role in caregiving, coupled with
other domestic responsibilities and lack of sources of support, brings about increased burden of caregiving.
Single caregivers had lower ZBI scores as compared to married ones. Similarly, single caregivers had higher MSPSS
scores than the married. Single persons may have fewer responsibilities, while married caregivers have to cope with their
family's problems in addition to those of their patients.
The study here presented found that ZBI scores are inversely related to the educational level of caregivers, while MSPSS
scores are directly related to it. This may indicate the importance of education in coping with problems. Our study also
found a positive correlation between education level and income level. Well-educated caregivers usually have higher
income levels. Their social support networks and their ability to access information may be better. Previous studies have
reported that caregivers with a higher level of education have more extensive social networks [55, 56]; a correlation with
lower caregiver burden was also established [57, 59].
We found that a majority of the caregivers live with their Alzheimer’s patient, which is also the finding reported in
published studies [12, 54]. Caregivers living only with the Alzheimer’s patient had higher ZBI and lower MSPSS scores than
those living with other relatives in addition to the Alzheimer’s patient. This observation underlines the significant support
provided to caregivers by other family members. The caregiving function may possibly be shared among family members.
In this study, caregivers who look after their spouses had higher ZBI and lower MSPSS scores than those who look after
their friends or relatives. Another report observed that caregiving spouses had more health problems and work burdens
when compared to looking after other [21]. Caregiving spouses have smaller social networks and higher ZBI scores because
they are alone in looking after their patients.
In the present study, it was observed that ZBI scores increased with the length of the caregiving relationship. Similarly
Covinsky et al. [26] indicated that a longer duration of caregiving affects the progression of depression in caregivers. The
duration of caregiving has been found to be related to burden [12, 57, 58]. It is thought that, as the duration of caregiving
increases, caregivers start to have more problems in providing care. It was also found, however, that caregivers with more
than four years of experience had higher MSPSS scores; when diseases are progressive by nature, patients will be more
and more dependent in time, a significant factor in increased burden of caregiving. Another cause of increased burden of
caregiving is the tension brought about by long periods of caregiving.
Zarit Burden Inventory scores of caregivers who looked after dependent patients were higher than the scores of caregivers
who were taking care of semi-dependent patients. As the needs of a patient increased, care burdens increased as well.
However, MSPSS scores of both groups were very close to each other. Several studies indicate that patients need help in
most of their daily activities. Additionally, caregivers have to cope with the patients’ inappropriate or violent
behavior [59, 60]. Therefore, their care burden increases. The caregivers indicated that providing support for self-care and
coping with problematic behavior, physical symptoms and health problems do increase the care burden [14, 61]. Another
publication reported that patient health status and daily activity index were related to care burden ²¹. Various conditions of
care recipients, including functional or cognitive impairment with behavioral disturbances, were found to be associated
with the caregiver’s burden [62].
Our study subjects showed a significant relationship between the ZBI and MSPSS scores of the caregivers. Other studies
similarly indicate a negative correlation between social support and caregiver burden [63, 64]. Other authors confirm that
perceived social support has a positive effect on caregiver burden [39, 41, 42]. Pinquart and Sörensen [62] similarly did not find
a strong correlation between the amount of care provided and caregiver burden.
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Improving social support networks to help caregivers remains, at any rate, an important requirement. Caregivers should be
taught how to manage the stress caused by their taking care of patients. They should also be encouraged to join caregiver
support groups and spare time for themselves. Probable bio-psycho-social problems might thus be minimized; caregivers
who get professional support appear to have better physical health, less care burdens and better quality of life [58].

5 Conclusions
Family-member caregivers’ ZBI and MSPSS scores were higher than average in our study. Support by professional
medical staff appears to be very important for permanent family-member caregivers, especially so if they are over 50,
female, married, women, with a low educational level, a spouse of the patient cared for, providing care for four years or
longer, or caring for a dependent patient. It is essential that the needs of caregivers, as well as their health status and
sources of support, should be identified in accordance with the holistic approach, that particular plans should be made to
reduce the burden of caregiving and that these plans should be monitored regularly.
Providing supportive care with a consideration into the factors in the burden of caregiving will result in reduced burden of
caregiving. Being in constant communication with other family members may decrease problems. Discussing problems
with nurses will allow caregivers to improve family-internal communication, identify needs and adjust to a disease that
keeps progressing and changing [35]. Sharing caregiving experiences in family meetings may be beneficial and relaxing for
caregivers. Motivating the social support networks and encouraging caregivers to make use of these should prove helpful
in coping with the problems of patient care, helping the caregivers adapt to their roles and providing relief from isolation.
Sharing news, interacting the friends and neighbors, discussing problems and feelings may all help relieve the stress of
caring for a patient. Providing social support to caregivers will decrease the use of nursing homes, which have very high
costs.
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