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Schizophrenia remains a global issue. More than half of those living with
schizophrenia have yet to receive appropriate treatment that led to the
impeded of their recovery and the low quality of life. This study aimed to
understand the relationship between familial supports with the quality of life
(QOL) of persons with schizophrenia. The cross-sectional study was
conducted on randomly selected 161 outpatients at 13 community health
centers (puskesmas). Family support and quality of life data were collected
by interviewing the respondents with the Friedman’s family support
questionnaire and WHO quality of life (WHOQOL-BREF) questionnaire.
Subsequently, data was analyzed using logistic regression. The respondents
have a mean age of 45 years, mostly males, have completed high school,
mostly unemployed and unmarried. Instrumental (AOR=3.177; 95%CI 1.01-
9.91) and appraisal support (AOR=7.620; 95%CIl 2.83-20.4) were
significantly associated with QOL. Conversely, no significant relationship
was found between emotional (AOR=1.345; 95%CI 0.46-3.88) and
informational (AOR=2.515; 95%CI| 0.85-7.42) support toward QOL.
Employment, being married and not experiencing relapse were significantly
related to QOL. Instrumental support and appraisal support are important
factors in determining the quality of life of persons with schizophrenia.
Hence, the government needs to expand the roles of family and community
to support these roles.

This is an open access article under the CC BY-SA license.

00

Corresponding Author:

Anak Agung Sagung Sawitri

Department of Public Health and Preventive Medicine

Faculty of Medicine
Universitas Udayana

Jalan PB Sudirman, Bali, Denpasar, Indonesia

Email: sagung_sawitri@unud.ac.id

1. INTRODUCTION

Schizophrenia is a global issue with an estimated 21 million people living with this condition, which
is 0.2-0.4% of the world’s population [1] and one of the top 20 contributors to disability [2]. The Riset
Kesehatan Dasar (Riskesdas) or Basic Health Research reports a four-fold increase in prevalence of
schizophrenia in Indonesia from 1.7 cases (2013) to 7.0 cases per 1000 persons (2018). Bali Province reports
the highest prevalence in Indonesia with 11 cases per 1000 persons [3]. Additionally, schizophrenia ranks the
first out of 10 most common mental health illnesses seen at Bali Province Mental Health Hospital, as
outpatients and inpatients [4]. Badung Regency is one of the regencies in Bali Province with low prevalence
at 2.5 cases per 1000 compared to provincial and national rates [3], [5].
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The World Health Organization (WHO) reports more than 50% of persons with schizophrenia have
not received appropriate treatment [1]. The Ministry of Health in Indonesia further emphasizes the
importance of managing severe mental health disorders through the Ministry of Health Regulation No. 4 in
2019 on Minimum Care Standards, which states that mental health examination has to encompass mental
status assessment and interview, education on medication adherence and service referral [6]. This regulation
demonstrates the current focus on medicating the patients. However, the emphasis on care for patients with
mental health disorders should be on improving quality of life [7] which consist of physical and
psychological health, independence on activities of daily living, self-confidence, social interaction, social and
environmental support and the attempt to empower one self to obtain income [8], [9].

Previous studies demonstrated the relationship between family support and care environment for
patients with schizophrenia, including quality of life. Family support has been reported to significantly
impact the decrease in symptom recurrence after discharge [10] and decrease in relapse [11], [12]. One study
examining family support and quality of life among persons with schizophrenia mentions family support
without providing details on the components of support [10]. According to Friedman, support to patients
include emotional support such as showing care and appreciation, instrumental support such as preparing and
monitoring medication administration, informational support such as providing advise on how to take
medication, appraisal support with giving praising the patient when they adhere to prescribed medication
schedule [13]. In other studies, the quality of life is often associated with sociodemographic [14], [15] and
clinical symptoms of persons with schizophrenia [16]. These studies are often set in the clinical or hospital
settings [12], [14]-[16], and there has limited similar studies in the community or outpatient settings [17].

Badung Regency, one of the study locations, has an innovative health insurance program for its
residents, including those who experience mental health disorders. Each village has its own ambulance that is
used to bring sick residents who are unable to access healthcare facilities on their own. This was
implemented to optimize the healthcare services received by community members. With this innovation,
those who experience mental illness can have better quality of life. The current mental health program in
Badung is still focused on finding cases, providing guidance, and educating family members. However, they
have yet to provide facilities such as halfway houses available in Denpasar, which provide programs that
empower, advise and rehabilitate patients after discharge, in addition to efforts to increase medication
adherence [18]. Based on the issues identified, this study aimed to understand the relationship between
family support toward quality of life among persons with schizophrenia residing in Badung Regency.

2. RESEARCH METHOD

This was an observational study with cross-sectional design conducted in Badung Regency, Bali,
Indonesia between May and June of 2020. This study involved 161 outpatients selected through systematic
random sampling from 503 outpatients registered at all (13) community health centers in Badung Regency.
Patients are eligible to participate if they are at least 18 years of age at the time of interview, in a stable and
cooperative state, currently living with family, willing to participate, and do not have other coexisting
conditions such as experiencing developmental issues, dementia, epilepsy, congenital physical deformities
such as blindness, deafness, immobile, mute, and no history of narcotics use and other substance abuse. In
cases where selected participants did not fulfill the eligibility criteria, sample substitution was performed by
selecting the respondent listed above the initially selected sample. Sample size was calculated using the
formula for two proportion cross-sectional study with a confidence interval of 95%, power of 80%, precision
of 20% where the proportion of patients with good quality of life receiving good support is 82.1% (P1=0.82),
and the assumption that P2=0.62 for the proportion of patients with good quality of life and suboptimal
family support. The calculation generated a minimal sample size of 146 patients, with an additional 10% to
anticipate for low response rate, resulting in a sample size of 161. At the time of data collection, there were
19 respondents who were excluded due to unstable clinical conditions and inability to cooperate. Sample
substitution was conducted until the sample recruited reached 161 patients.

Data collection was performed by five trained interviewers by visiting the respondent’s home and
interviewing them in person after obtaining the patient’s and family’s consent. Prior to the interview,
researchers and interviewers provided explanation on the study procedure and ethical considerations such as
confidentiality, voluntary participation, and the right to withdraw or not participate. Only respondents who
were prepared to participate and signed the informed consent were involved in the study. The WHOQOLBref
in Indonesian language [19] was used to assess quality of life and the Friedman questionnaire [20] was also
used to assess family support with additional questions on sociodemographic characteristics and other
variables that are considered to impact quality of life, such as medication adherence, stressors, relapse and
coping ability (coping skills). Medication adherence is assessed using the Morisky Medication Adherence
scale (MMAS) [21] which rates the behavior of patients with schizophrenia in abiding by prescribed
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medication regimen. Stressor refers to the experiences that cause psychological stress within the past month
and relapse refers to the reemerging of symptoms within one year of being discharged, whereas coping
ability points to the attempt made by patients in protecting themselves from psychological stress. Quality of
life is measured using 26 statements on the perception of person with schizophrenia on their physical health
(7), psychological wellbeing (6), social environment (3) and environment (6) and two statements on overall
quality of life [19]. Each statement can be scored with a lowest possible score of 1 and highest possible score
of 5 whereby the higher the score, the higher the quality of life. The overall mean score of the domain and
score of each domain of quality of life were calculated separately. Family support can be measured with a
total of 24 statements consisting of physical support (6), psychological support (6), appraisal support (6) and
informational support (6). Each statement can be given a lowest possible score of 1 and highest possible
score of 4. Overall family support was summed of scores off all supports and was categorized into low and
high family support based on its median. Descriptive analysis was performed on data on sociodemographic
characteristics, external variables, family support and quality of life, and presented in percentages. Quality of
life was connected to the variables on sociodemographic characteristics, external variables, and family
support to determine differences in proportion among variables using chi-square analysis. Subsequently,
logistic regression analysis was performed to test the relationship between family support and other variables
with p-values of <0.25 on the bivariate analysis of quality of life. This study has been granted ethics approval
by the Faculty of Medicine Udayana University-Sanglah General Hospital Ethics Committee with number
No. 850/UN14.2.2V11.14/LT/2020 on April 22, 2020.

3. RESULTS

Results demonstrate that the mean age of respondents is 45 years, mostly males (61.5%), have
graduated high school (36.6%), unemployed (62.1%), and unmarried (55.9%). Further details are presented
in Table 1.

Table 1. Sociodemographic characteristics of persons with schizophrenia

Respondent characteristics Fre(%lielné:ly) Y Percent (%)
Age (Mean (years) + SD), (Min-Max) (45 + 11.0), (19-71)
<45 years 82 50.9
> 45 years 79 49.1

Gender

Male 99 61.5

Female 62 38.5
Education

Have never been to school 9 5.6

Did not graduate primary school 23 14.3

Graduated primary school 31 19.3

Graduated middle school 32 19.9

Graduated high school 59 36.6

Graduated from higher education 7 43
Employment status

Employed 61 37.9

Unemployed 100 62.1
Marital status

Married 71 441

Unmarried 90 55.9

Table 2 demonstrates overall family support to the respondents based on each component. High
ratings for family support is reported by a portion of respondents (51.6%) and as high as 73.5% respondents
with high family support report high quality of life, indicating a significant relationship between the two. In
the support component, there is a tendency for respondents receiving with high emotional, instrumental,
informational and appraisal support to report higher quality of life compared to those who receive lower
family support for the same components. Further descriptive analysis results (table was not shown) indicate
the that mean score (SD) on quality of life is as high as 83.45+15.1, with the lowest score of 52 and highest
score of 115. The mean score (SD) of each domain in quality of life is as follows: physical domain
59.0£16.9, psychological domain 55.3+16.7, social domain 45.8+19.0, and environment domain 56.2+13.5. It
is observed that respondents have the highest mean score in the physical domain and lowest score in social
domain.
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Table 3 demonstrates that respondents with <45 years of age (52.4%), female (53.2%), attained high
school equivalent or higher education (57.6%), employed (73.8%), married (59.2%), adherent to medication
regimen (62.2%), with no relapse (59.6%), no stressor (65.3%), and have coping abilities (61.4%) report
higher quality of life compared to respondents who are > 45 years of age (48.1%), male (48.5%),
unemployed (36.0%), unmarried (43.3%), non-adherent to medication regimen (35.2%), experience frequent
relapse (27.7%), experience stressors (43.8%) and unable to cope (38.5%). A number of variables proven to
be significantly associated with the respondents’ quality of life include employment status (P=0.000), marital
status (P=0.033), medication adherence (P=0.001), relapse episodes (P=0.000), stressors (P=0.016) and
coping (P=0.005). In the multivariate analysis, all variables with p-value <0.25 were included in the
multivariate model.

Table 2. Relationship between family support and quality of life for persons with schizophrenia
Quality of life (n=161)

Total

Type of support Median (IQR); High Low %) p
Min-Max n (%) n (%)
Family support (overall) 70 (18); 30-96
High 61 (73.5) 22 (26.5) 83 (51.6) 0.000*
Low 20(256)  58(74.4)  78(485)
Emotional support 19 (4);10-24
High 56 (60.9) 36(39.1) 72 (57.1) 0.002*
Low 25(36.2) 44 (63.8) 69 (42.9) :
Instrumental support 17 (6); 7-24
High 56 (68.3) 26 (31.7) 82 (50.9) 0.000*
Low 25(31.6)  54(68.4)  79(49.1) '
Informational support 16 (6); 6-24
High 59 (72.0) 23(28.0) 82 (50.9) 0.000%
Low 22(27.8)  57(722)  79(49.1) :
Appraisal support 18 (6); 7-24
High 68 (76.4) 21(23.6) 89 (55.3) 0.000*
Low 13(18.1)  59(81.9)  72(44.7) '

Note: * Calculated with chi-square test

Table 3. Relationship between sociodemographic characteristics, medication adherence, stressors, coping,
relapse and quality of life among persons with schizophrenia

_ Me,\‘/’l'ii'],\(/:SXR)' Quality of life n=161 T(g/ff;'
Variable : p
High Low
n (%) n (%)
Age
<45 years 43 (52.4) 39(47.8) 82(50.9) 0.637
> 45 years 38(48.1) 41(51.9) 79 (49.1)
Gender
Male 48 (485) 51(51.5) 99(61.5)  0.628
Female 33(53.2) 29(46.8) 62 (38.5)
Education
Highschool equivalent/ higher 38(57.6) 28(42.4) 66 (40.9) 0.150
Middle school equivalent/lower 43(45.3) 52(54.7) 95(59.1)
Employment status
Employed 45(73.8) 16(26.2) 61(37.9) 0.000*
Unemployed 36(36.0) 64(64.0) 100 (62.1)
Marital status
Married 42(59.2) 29(40.8) 71(44.1) 0.033*
Unmarried 39(43.3) 51(56.7) 90 (55.9)
Medication adherence 6 (5); 0-8
Adherent 56 (62.2) 34(37.8) 90(55.6) 0.001*
Non-adherent 25(35.2) 46(64.8) 71(44.1)
Relapse episodes
Not present 68(59.6) 46(40.4) 114(70.8) 0.000*
Present 13(27.7) 34(72.3) 47(29.2)
Stressor 1(2);0-4
None 32(65.3) 17(34.7) 49(304) 0.016%
Present 49 (43.8) 63(56.3) 112 (69.6)
Coping abilities 4 (3); 0-6
Present 51(61.4) 32(38.6) 83(51.6) 0.005*
Not present 30(38.5) 48(615) 78(48.4)

Note: * calculated with Chi-square test
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Based on Table 4, significant relationships are noted between instrumental support
(AOR=3.177;95%CI 1.01-9.91), appraisal support (AOR=7.620; 95%CI 2.83-20.4) from family members
and the quality of life among persons with schizophrenia. Additionally, a number of external variables are
also associated with quality of life, such as employment status (AOR=5.286; 95% CI 1.75-15.9), marital
status (AOR=4.128; 95% CI 1.54-11.0) and relapse episodes (OAR=3.522; 95% CI 1.18-10.4).

Table 4. AOR of emotional, instrumental, informational, appraisal supports, sociodemographic factors,
adherence, relapse, stressor, and coping with high quality of life of persons with schizophrenia

. 95% ClI
Variable AOR Lower limit  Upper limit P
High emotional support 1.345 0.46 3.88 0.583
High instrumental support 3.177 1.01 9.91 0.047
High informational support 2515 0.85 7.42 0.095
High appraisal support 7.620 2.83 20.4 0.000
Employed 5.286 1.75 15.9 0.003
Married 4128 1.54 11.0 0.005
High school equivalent/higher level  0.978 0.39 2.44 0.961
Adhere to medication 1.278 0.49 331 0.614
Having no stressor 1.749 0.58 5.27 0.321
Able to coping 0.615 0.21 1.76 0.365
No relapse episodes 3.522 1.18 10.4 0.023

4. DISCUSSION

Our study reveals that only half of the patients with schizophrenia has high quality of life and
receive high family support half of the time. Instrumental and appraisal supports by family members are
significantly associated with quality of life, whereas emotional and informational support are not
significantly associated with quality of life. Moreover, employment status, marital status and history of
relapse episodes are also associated with the quality of life of persons with schizophrenia.

The proportion of persons with schizophrenia reporting high quality of life in our study is 50.3%,
lower than the 82.1% reported in a similar study by Sanchaya [18]. The study by Sanchaya [18] was
performed in Denpasar City East Denpasar 2nd Community Health Center (Puskesmas Il Denpasar Timur
Kota Denpasar), an area with an ongoing Community Mental Health Nursing (CMHN) program. The CHMN
program is a mental healthcare service at the community level involving families in the patient’s recovery
and prevention of relapses. The formation of mental health prepared village (Desa Siaga Jiwa) is one of the
CMHN programs oriented toward providing education for mental health patients and their family, activity-
based therapy and rehabilitation to promote independence among patients [22]. The formation of mental
health awareness program in each village is expected to produce community health workers who care about
mental health and support families in providing care independently at home, such that patients with mental
iliness in the community who are previously neglected can receive optimal mental health care [22]. The
development for CMHN strategy has been initiated in Badung Regency, however, it is currently at the stage
of information dissemination at the district level. In light of this, our study results may be useful for
providing preliminary data prior to implementing the CMHN program in Badung Regency. It is our hope that
after implementing CMHN for some time in Badung Regency, there will be increasing number of persons
with schizophrenia with high quality of life.

Our study shows that only 51.1% of families provide high levels of support in overall kinds of
supports (including emotional, instrumental, informational, and appraisal), for patients with schizophrenia,
with the majority of patients receiving high levels of support reporting high quality of life (73.5%). This
finding is consisted with reviews provided by Calafell’s [10], indicating the patients with high levels of
family support also report high social functioning and better quality of life. This suggests that family support
through stigma reduction in the community may increase quality of life for patients with schizophrenia in the
community [23]. The reduction of internalized stigma among patients is closely associated with the social
support received, the family’s and community’s acceptance which increases the ability to work, perform
daily activities and adapt to surroundings, whereby the support of family and social environment play
important roles in increasing the social function of patients with schizophrenia [24]. High levels of
instrumental support from family affects the quality of life of persons with schizophrenia. Instrumental
support is strongly associated with financial concerns as most persons with schizophrenia are unemployed
and require their family to cover living expenses. The financial dependence among persons with
schizophrenia is reported to be associated with relapse episodes, as it increases the person’s vulnerability to
mental disturbance and frustration which in turn increases the chances of relapsing [25]. In our study, few
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relapses were reported. This is due to the instrumental support by family through finances, facilities and the
time provided by family to assist and monitor patients under treatment. This is likely to be perceived by
patients as practical and tangible support that resolves the patient’s financial concerns [26].

Our study also reveals that appraisal support has the most likely to improve quality of life. Appraisal
support form family in the form of giving attention, kind treatment, monitoring, trusting and not restricting
activities post discharge or during recovery, provided that others are not bothered, can support the patient’s
remission [27]. Similarly, outpatients in Purworejo Regency, Central Java, also report that being treated
poorly, restricted from leaving, and not trusted to interact socially in the community can increase the
occurrence of relapse. Recurring symptoms can worsen the patient’s health, making it difficult to attain good
quality of life [25].

Out study results indicate that patients with schizophrenia who are employed, are married have
never relapsed, have a higher quality of life compared patients who are unemployed, unmarried and
experience frequent relapse. Our study further examines the relationship between employment status and
quality of life. Literature shows that persons with schizophrenia who work will pay more attention to the
quality of their health, able to interact in social situations and receive social support from the community,
family, and friends, compared to patients who are unemployed, such that they adhere better to medication
regimens [28]. The study by Pinho [14] and Karow [29] reveals that patients with schizophrenia who are
employed report much higher scores on all domains of quality of life compared to patients who are
unemployed. Our study results also reveal that patients who work are less likely to experience relapse
episodes and more likely to have increased quality of life compared to patients who experience relapse.
Relapse episodes can progressively decrease the patient’s ability to function, worsening patient response to
medication and clinical prognosis. The occurrence of relapse is reported to be dependent on the family [12],
[25], aside from medication adherence and presence of stressors. Our study shows that most patients with
schizophrenia who are employed receive high appraisal support from their family as they are trusted to
participate in activities outside the home, albeit still under supervision and guidance from the family. Other
benefits reported by patients who are employed include the higher likelihood or being able to get married,
whereby marriage fulfills the basic human need for sex and build families [30]. However, another study
shows that marriage can either protect or harm the recovery journey for patients with schizophrenia [31]. The
impact of marital and employment status on quality of life are still inconclusive, as marital status is found to
increase quality of life in one study [15], [32], [33] but found to be unassociated with quality of life in
another study [32]-[35].

The limitations of study occurs where characteristics of samples being substituted are not known,
potentially affecting study results. Theoretical factors that contribute to low family support such as the
knowledge and socioeconomic status of the family, are not examined. Although the researchers and team
have been trained to obtain answers from the respondents, it is still possible that the family’s presence during
interview may affect the answers given.

5. CONCLUSION

Elements of family support with significant roles are instrumental and appraisal support, whereas
emotional and informational supports are not as significant. In addition, employment, marital status, and
occurrence of relapse are associated with the quality of life of persons with schizophrenia. These results can
be used to inform decision makers to enhance the family’s role in treatment of mental health patients at the
family and community level. In planning for mental health programs, further considerations are needed in
raising awareness and empowering communities in managing persons with schizophrenia through mental
health integrated service clinics (posyandu) at the village level integrated with the health, built into the
village or subdistrict structure as Mental Health Awareness Village or Desa Siaga Kesehatan Jiwa.
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