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Abstract: Disability of stroke patients causes caregivers stressful. Caregivers and/or families should adapt to effective 

coping strategies to achieve excellent quality of life (QoL). The purpose of the research was to describe 

QoL of caregivers. This study used observational with cross sectional approach. The sample was 170 

caregivers in working area of Puskesmas (Primary Health Cares) in Surabaya covers East of Perak, South of 

Krembangan, Sidotopo, Peneleh, Dupak and Gundih districs. The sample was recruited using multi-stage 

sampling. The variable was QoL of caregiver. The instrument was WHO QoL-Bref (modified). Data 

analysis was using descriptive analysis. The results showed that QoL of caregiver were almost excellent on 

psychological health (96.5%), most excellent on social (62.9%) and environment (60%) relationship, and 

the lowest excellent category on physical health (56.5%).Stroke patients who experience physical barriers 

will make them need more help in daily activities that make exhaustion for caregiver. Psychological health 

achieved highest excellence showing that family is able to manage its emotion resulting in a positive self-

concept and satisfaction with their ability to care stroke patients. The implementation of health nursing 

community through caregiver, as well as public health efforts with multi-disciplinary and cross-sector 

interventions are expected to improve QoL of caregivers. 

1 INTRODUCTION 

Stroke attack can cause residual symptoms in 

patients. Several symptoms caused by stroke include 

paralysis, memory loss, and difficulty of swallowing 

and talking. These disabilities will cause obstacles in 

their daily activities, and some of them experience 

dependence in their lives, they even claim that the 

quality of life decreased (Handayani & Dewi, 2009; 

Argarini, 2011). Stroke attack makes patients, 

families, caregivers stressful (Ostwald, et al., 2009). 

Data of Basic Health Research (Riset Kesehatan 

Dasar) in Indonesia, in 2013, showed the prevalence 

of stroke increases by the age. The highest stroke 

cases diagnosed by health professionals were75 

years old and above (43.1%) and the lowest ones 

were 15-24 years old (0.2%). The prevalence of 

stroke by sex recorded that male was higher (7.1%) 

than female (6.8%). Data of Health Office in 

Surabaya in2 015 showed that although the 

prevalence of stroke was still low (0.7%) if 

compared to the national potency of stroke patient 

level which reached 15.4%, it should be our concern. 

The study concluded that 83.4% of families 

experienced anxiety and 36.5% of them in the 

moderate category of anxiety were with symptoms 

of sadness, palpitations, and difficulty of sleeping. 

Another highly rated stressor for stroke patients and 

their family is a family economic change with a 100 

percentage (Hariyati et al, 2004; Pambudi, 2009; 

Pesantes, 2017). 

The literature review of quality of life of 

caregivers of home patients with chronic illness 

concluded that the characteristics of patients and 

caregivers, stressors, stress management, coping 

mechanisms of stress, and social support have an 

effect on quality of life (Loge, 2012). A family with 

a stroke patient will show changes in daily activities, 

communication patterns, work activities, social 

relationships, rest, recreation, and psychological 

conditions, which are indications of the occurrence 

of degradation quality of life (Xu & Ou, 2014). A 

family with a stroke patient should adapt to stressors 

that can cause stress, anxiety and negligent 

behaviour in the family. Family needs an effective 

coping strategy to solve existing problems. Effective 

family copes will result in effective function, 

socialization, economy and especially health care 

functions that will be achieved adequately. 
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Ineffective coping strategies will make the 

caregivers stressful and lead to denial of family 

issues, authoritarianism, family divisions, and family 

violence. Family plays an important role to care their 

family members who have had a stroke, either from 

the time of the acute care in the hospital and up to 

the follow-up care at home. Caregivers of stroke 

patient often neglect their own health and they are 

generally ignored by professional health facilities as 

long as the family members undergo a phase of 

stroke recovery (Bakas, 2014). The caregivers 

should also receive the attention and support of their 

needs from the health professionals so that they 

remain in the best condition to continue to provide 

support and care for their stroke family members. 

They need informational, emotional, instrumental 

and award supports (Wurtiningsih, 2012; Xu&Ou, 

2014). 

The family’s inability to cope with crisis 

situation due to stroke in their family members will 

appear low family’s function, and will increase 

stress experienced further. Families need to be 

prepared since early phase of acute care of family 

members in the hospital, ahead of discharge from 

hospital and advanced stages during home care. 

Family will be more motivated and better prepared 

to provide home care with discharge planning 

(Argarini, 2011; Damawiyah et al, 2015). Stress 

management efforts through health education can 

improve adaptive family coping of stroke patients 

(78.9% to 88.9%) (Hariyati et al, 2004). Effective or 

adaptive coping will bring the family to feel comfort 

and achieve excellent quality of life.Health workers, 

especially nurses, may perform several nursing 

interventions for family from acute care at hospital 

until follow-up period at home or community. 

Interventions of health professional workers are 

expected to help families assess their stress, strength, 

coping and family adaptation by using internal and 

external sources to achieve effective family 

adaptation.The purpose of study was to describe 

quality of life (QoL) of caregivers of stroke patient. 

2 METHODS 

2.1 Setting and Design 

This research was an observational research with 

cross sectional approach. In addition, this study was 

based on family survey of main caregivers of home 

stroke patients in working area of 6 Puskesmas 

(Primary Health Cares) in Surabaya covering East of 

Perak; South of Krembangan; Sidotopo; Peneleh; 

Dupak and Gundih sub-districs, Surabaya, East Java, 

Indonesia. 

2.2 Participants 

A total of 304 families with stroke patient from 

Surabaya participated in this study. We selected 

representative family members who took care of 

family member with stroke at home. The sample size 

was measured using proportion of the finite 

population’s formulas. 

This study involved 170 main caregivers of 

stroke patients who were randomly selected by using 

multi stage sampling. Caregivers were allocated via 

code numbers and randomly selected using random 

number tables to reach the final sample of 170 

participants. We collected all participants from 6 of 

Puskesmas, and then we determined the number of 

participants based on the proportion of stroke 

prevalence of each Puskesmas. Ethical approval for 

the study was obtained from the Ethical Committee 

Review Boards of Polytechnic of Health Science of 

Ministry of Health of Surabaya. 

2.3 Procedure 

Initially, we informed the patients and caregivers 

about the study and interview. A letter containing 

the information about the study was given to 

caregiver for his/her consent for the participation in 

the study. After the consent was obtained, the data 

collection plan was designed. Subsequently, the 

researchers distributed the questionnaire to the 

participants, and the caregivers returned it to the 

researchers upon completion. For controlling bias, 

the researchers, who are nurses, guided the 

caregivers in filling out the questionnaire. 

2.4 Measurement and Data Analysis 

We used a research questionnaire to collect the data. 

The questionnaire was developed on the basic of 

WHO QoL-Bref (WHO, 1996). All items of 

indicator of quality of life were measured using a 4-

point Likert scale (4 means always, 3 means often, 2 

means sometimes, 1 means never). Thereafter, the 

results were calculated to create a composite score 

of each indicator of QoL.  

Physical health had score range 7-28, in which 

scores 22-28 indicating excellent; scores 15-21 

indicating moderate; and scores 7-14 indicating 

poor. Psychological health had score range 6-24, in 

which scores 19-24 indicating excellent; scores 13-

18 indicating moderate; and scores 6-12 indicating 
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poor. Social relations had score range 6-24, in which 

scores 19-24 indicating excellent; scores 13-18 

indicating moderate; and scores 6-12 indicating 

poor. Environment has score range 8-32, in which 

scores 25-32 indicating excellent; scores 17-24 

indicating moderate; and scores 8-16 indicating 

poor. 

The researchers developed and modified the 

questionnaire by evaluating its validity and 

reliability. All indicator of QoL had value of 

reliability more than 0.6 (range 0.640-0.806). 

The questionnaire covered the socio-

demographics of the participants, including age; 

gender; education; family relation (husband; wife; 

and child); family income; length of care and health 

problems of caregivers. 

Data was collected from August until September 

2017. Data analysis used was a descriptive analysis 

that consisted of frequency (n) and percentage (%). 

3 RESULT  

The characteristic of age was most at the range of 

46-55 years old (27%). The number of age groups 

was not very different, ranged 36-45 years old 

(20.6%), and the least age group was 17-25 years 

(9.4%). The most gender was women as many as 

137 people (80.6%). The highest education was 

senior high school, as many as 84 people (49.4%). 

Most Family income was less than 1.000.000 

rupiahs as many as 108 people (63.5%). The most 

common health problems at medium category were 

96 people (56.5%) and no respondents was 

experience high category of health problems. Family 

relationship as wife was 107 people (62.9%) and as 

child 55 people (32.3%). Length of care for 2 years 

was 51 people (30%), for 1 year was 43 people 

(25.4%), and 3 people (1.8%) had been stroke 

patients for 10 years. 

The quality of life of caregivers of stroke patients 

was measured using four indicators covering 

physical health, psychological health, social 

relations, and environment as in the following table: 

Table 1: The Frequency distribution of quality of life of 

caregivers of stroke patients in Surabaya, August- 

September 2017. 

QoL Indicator & 

Category 

Freguency & percentage 

(n/%) 

Physical health 

Poor 

Moderate 

Excellent 

 

9 (5.3%) 

65 (38.2%) 

96 (56.6%) 

QoL Indicator & 

Category 

Freguency & percentage 

(n/%) 

Total 170(100%) 

Psychological health 

Poor 

Moderate 

Excellent 

Total 

 

1 (0.6%) 

5 (2.9%) 

96 (96.5%) 

170(100%) 

Social relations 

Poor 

Moderate 

Excellent 

Total 

 

4 (2.4%) 

59 (34.7%) 

107 (62.9%) 

170(100%) 

Environment 

Poor 

Moderate 

Excellent 

Total 

 

5 (2.9%) 

53 (31.1%) 

102 (60%) 

170(100%) 

 

The result shows all indicators of quality of life 

of most caregivers were excellent categories. The 

greatest to smallest frequency sequence were 

excellent psychological health of caregiver was as 

many as 164 people (96.5%), excellent social 

relations was as many as 107 people (62.9%), 

excellent environment was as many as 102 people 

(60%), and excellent physical health was as many as 

96 people (56.5%). 

4 DISCUSSION 

Physical health was the lowest percentage at 

excellent category rather than other indicators. Post-

stroke family members who experienced physical 

barriers would make them need more help in daily 

activities. It was called total care. That situation 

might cause physical exhaustion for the caregiver. 

Psychological health that caregivers achieved at 

the highest level showed that families were able to 

manage their emotions resulting in a positive self-

concept, and a feeling of satisfaction with ability to 

achieve family needs (caring for family members 

with stroke). Families tend to use religious 

approaches to achieve psychological health 

(Cow&Becker, 2010). This family satisfaction is 

evidence that the family is able to achieve one of the 

family's life goals of caring for family members with 

stroke (Lutz, 2011). 

Age of caregivers was most on early age, with 

the age range was 46-55 years old (27%), and the 

late adult was 36-45 years old (20,6%). Most gender 

of caregivers was women, as many as 137 (80.6%). 

The physical condition of this age group was 

considered still capable in performing family 
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functions and roles. Their position as wife (62.9%) 

or as the unmarried (32.3%) made them continue 

their function in family as a caregiver for their 

couple (husband) and their parents. Previous 

research stated that a wife is primary caregiver for 

stroke patients (Kusumaningrum, 2012). 

The highest education of caregivers of home 

stroke patients was senior high school (49.4%). 

Their education level was enough provisions to 

understand and perform their best role. The higher 

education is associated with the higher quality of life 

(Xu & Qu, 2012). They are more able to understand 

something, including understanding and performing 

their role as a caregiver. Health education about the 

role of caregiver that is delivered by health 

professional especially nurse during post-hospital 

discharge planning (Damawiyah, et al, 2015). 

The most family income of stroke patients was 

less than 1.000.000 rupiah that was 63.5%. 

Conditions in this study, in accordance with data of 

basic health research (Riset Kesehatan Dasar) in 

Indonesia in2013,showed that patients who suffer 

stroke was higher in urban communities, and they 

did not work or were with low income that was with 

the lowest share index and lower middle index. 

Economic factor becomes a highest stressor (100%) 

for stroke patients and their families and can affect 

their quality of life (Hariyati et al, 2004). 

The experience of caring for family members 

with stroke were most 2 years (30%) and 1 year 

(25.4%). Stroke attacks significantly predict stroke 

and family stress (Kusumaningrum, 2012). Stress 

experienced by stroke patients decreased after 1 

year, but the highest stress of caregiver occurred at 

beginning of the year and it did not decrease, and 

increased stress due to weakness of family function. 

The health problems of caregivers were mostly 

in moderate category (56.2%), and none of 

caregivers had severe health problems. The health 

problems of caregivers were infectious diseases 

(32.3%), non-communicable/ chronic diseases 

(29.2%), sleep disturbances (15.4%), 

irritability/anger (14.6%), and chest pounding 

(10%). Caring for home stroke patients lasts for a 

long time by letting the client alone accompanied by 

decreased ability of body functions and/or 

disabilities/paralysis. The disabilities will increase 

the dependence of patients and high needs with total 

assistance. This situation makes a caregiver should 

be always ready to take care of and assist a stroke 

patient. But in reality, a caregiver actually also 

suffers illness and also needs help of health 

professionals. The demands related to roles as a 

caregiver of stroke patients sometimes make him/her 

ignore his/her own health needs for health services 

and tend to neglect to visit health professionals 

during recovery of their stroke families (Pesantes, 

2017). Caregivers actually also need the support to 

visit health professionals related to fulfillment of 

their own health needs especially if they also suffer 

from certain diseases as in this study. 

Caregivers of stroke patients perceived that 

caring of and providing health needs of their family 

members who had a stroke took precedence over 

their own needs. Family and/or caregivers, who had 

been involved with stroke patients needs, underwent 

treatment at hospital or health care facility, so that 

they have been exposed to various conditions related 

to their family member with stroke. Other 

strengthening factors are motivation and readiness to 

take care of as the impact of discharged planning 

process by nurse of Islamic Hospital Surabaya 

during the preparation of returning for subsequent 

home care (Damawiyah, et al, 2015). The socio-

culture of caregivers shows their high motivation 

and consistency to take care of their family member 

who suffers stroke in their home. Although caring of 

family member with stroke makes stress, caregivers 

believe that condition must be accepted. They 

believe this stressor will be decreased, not continue 

further and should be avoided. 

Several studies reviewed that some of family 

interventions in stroke patients improved their 

quality of life. Health professionals’ intervention for 

caregivers does not only increase their mental and 

physical health and quality of life but also the 

outcomes of stroke patients by reducing 

recurrence/re-hospitalization, decreasing disability, 

and improving quality of life (Bakas et al, 2014). 

The social support intervention is able to improve 

family resilience and quality of life. Family 

resilience and social support have a strong 

relationship to quality of life (Xu & Qu, 2014). The 

magnitude of neighboring social acceptance ties is 

associated with lower incidence/stroke (Kim et al, 

2013). The burden of caregivers can be prevented 

through the interventions of psychological and 

financial support along with basic training on post-

stroke patient care (Toye, 2016; Pesantes, 2017). 

Multi-disciplinary support programs for families 

and/or caregivers with chronic diseases (heart 

failure) can reduce the burden and depression of 

caregivers and improve their quality of life (Hu et 

al., 2016). 

Several studies have shown that the intervention 

of multi-disciplinary support can be recommended 

for families with a stroke patient, so it can improve 

quality of life of caregivers and home stroke 
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patients. Intervention involves multi-disciplinary 

health professionals and cross-program cooperation 

from government as has been initiated and 

implemented in the Surabaya to family with cancer, 

tuberculosis, diabetes mellitus, and mental disorder 

that can be a reference for other region. 

5 CONCLUSIONS 

The quality of life of caregivers of stroke patients 

has shown the excellent category achievement at 

psychological health that reaches the highest 

percentage, while physical health reaches the lowest 

percentage. The excellent psychological health is 

expected to be a trigger of achievement in other 

domains of quality of life covering social relations, 

environment, and physical health. 

Family health program of Puskesmas is expected 

to improve the quality of life. The implementation of 

community health nursing program through 

individual health is an effort for home stroke 

patients, multi-disciplinary health professionals, and 

families with cross-program cooperation with 

governmentthat is expected to improve the quality of 

life. 

The family as the core unit structure and as a part 

of social environment is expected to further enhance 

its role and function in taking care of family 

members with stroke by utilizing all sources of 

family, so that the quality of lifewill increase. 
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