
 Review Article

223

Jurnal Keperawatan Padjadjaran, Volume 11 Issue 3 December 2023

Scoping review of grief studies in 
Indonesia

Christina Yeni Kustanti1,2* , Nurlia Ikaningtyas1 , Ninik Yunitri3

, Hidayat Arifin4,5 , Mei Rianita Elfrida Sinaga1 , Eka Kristina Asi1 , 
Nimsi Melati1 , Henny Dwi Susanti6

1 Study Program of Nursing Science, Sekolah Tinggi Ilmu Kesehatan Bethesda 
Yakkum, Yogyakarta, Indonesia
2 Lotus Care, Private Clinic for Wound & Palliative Care, Homecare, Yogyakarta, 
Indonesia
3 Mental Health and Psychiatric Nursing Department, Faculty of Nursing, Universitas 
Muhammadiyah Jakarta, Indonesia
4 School of Nursing, College of Nursing, Taipei Medical University, Taipei, Taiwan
5 Department of Basic Nursing Care, Faculty of Nursing, Universitas Airlangga, 
Surabaya, Indonesia
6 Faculty of Health Sciences, University of Muhammadiyah Malang, Indonesia

Abstract
Background: One death can cause nine bereavements. Considering the 
impact of human loss, studies on grief are crucial for better bereavement 
care services.  
Purpose: This study examined studies on grief conducted in Indonesia. 
Indonesian grief research mapping will identify study gaps and suggest 
further research.  
Methods: The reporting for a scoping review adhered to the PRISMA 
(preferred reporting elements for systematic review and meta-analysis) 
statement for a scoping review. A systematic screening was performed in 
MedLine, Embase, CINAHL, Web of Science, Scopus, and PubMed, as well 
as manual searches via Google Scholar, Portal Garuda, and relevant studies 
without language and date restrictions. The data retrieved in the literature 
were analyzed descriptively, and the themes were developed using NVivo 
software. 
Results: Based on the 18 included studies, the types of grief studies in 
Indonesia can be divided into pre- and after-loss grief areas. Regarding 
the themes of the studies that have been conducted in Indonesia, five 
themes can be derived, related to (1) study purposes, (2) cause of grief, (3) 
population, (4) concept being studied, and (5) outcomes being studied.
Conclusion: There is significant room for growth in the grief research field 
in Indonesia. It will be vital for researchers in Indonesia to perform additional 
studies on pre-loss grief, other studies connected to interventional trials, and 
further studies examining variation in the outcomes.
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Introduction
Grief is the response to various losses; individuals grieve the loss of loved 
ones, vitality, opportunities, properties, and functional abilities (Zisook & 
Shear, 2009). Although stated as a normal response, grief is unique to each 
individual and each type of loss (Zisook & Shear, 2009). The loss of a relative 
is a major loss and can be the most challenging and distressing experience. 
Each death can affect nine significant others (Verdery et al., 2020). In the 
case of non-communicable diseases (NCDs), for instance, these account for 
74% of all fatalities worldwide, or 41 million deaths annually (WHO, 2020), 
which causes 360 million people to grieve. Aside from non-communicable 
diseases, the number of bereaved individuals significantly increased during 
the COVID-19 pandemic with around 1.5 million Indonesians  estimated to 
be in bereavement due to more than 160,000 deaths during the pandemic 
(WHO, 2021).   

Grief can diminish over time and reach the acceptance stage for many 
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people, although this does not imply that the 
deceased is forgotten (Zisook & Shear, 2009). It has 
been widely recognized that a significant number 
of individuals are able to navigate the experience 
of loss without any external intervention. People 
can embrace the loss of the person and move on 
with their lives. However, many other individuals 
experience a rollercoaster after the loss, where grief 
becomes intense and ultimately pathological (Zisook 
et al., 2010). After six and twelve months, the ICD-11 
and DSM-5 diagnose pathological grief as prolonged 
grief disorder and persistent complex bereavement 
disorder, respectively (Eisma et al., 2020). Grief can 
also occur before the death of a person, in addition 
to pathological grief after a loss. Family members or 
caregivers of those with a life-threatening illness may 
experience anticipatory or pre-loss grief (Kustanti et 
al., 2022). The prevalence of grief disorder in the 
general population was 9.8% (Lundorff et al., 2017), 
unexpected death bereavement was 49% (Djelantik 
et al., 2020), cancer-bereaved families were 14.2% 
(Kustanti, Chu et al., 2021), and COVID-19 related 
bereavement was 46.4% (Kustanti et al., 2023) 
compared to the prevalence of anticipatory grief 
symptoms which was 24.8% (Kustanti et al., 2022).     

Pathological grief increases the risk of more 
advanced psychological issues, such as post-
traumatic stress disorder and depression (Shear 
et al., 2013). Elevated mean cortisol levels, 
flattened diurnal cortisol slopes, and higher morning 
cortisol were identified in bereaved subjects (Hopf 
et al., 2020). As a direct consequence of this, 
psychological issues can also affect physical 
problems. Additionally, grief can lead to an increase 
in the consumption of tobacco and alcohol, in 
addition to playing a role in the development of new 
physical morbidities and even suicide (Pitman et al., 
2020). In light of the health burden that grief disorder 
may cause, it is crucial to identify and treat bereaved 
individuals using a variety of methods. In order to 
provide appropriate care for bereaved individuals, 
it will be vital to collect evidence on bereavement 
care. 

Numerous palliative care studies have been 
conducted worldwide, including in Indonesia 
(Rochmawati et al., 2016). However, there is 
a shortage of research on bereavement care 
and a lack of information on the breadth of the 
grief follow-up provided by specialized services 
(Guldin, 2014). In fact, it is crucial to conduct grief 
research in Indonesia due to its citizens’ diverse 
cultural and resource backgrounds. Bereaved 
persons in Indonesia should have access to 
optional bereavement care that considers their 
individual needs. Therefore, this research aimed to 
investigate grief studies in Indonesia. The research 
mapping of grief in Indonesia will provide the 
opportunity to evaluate the study gaps and provide 
recommendations for future research.  

Methods

Design 
This study is a scoping review, and the processes 
are (a) formulating the research topic, (b) locating 
relevant studies, (c) selecting the study, (d) 
charting data, and (e) compiling, summarizing, 
and disclosing the findings (Arksey & O’Malley, 
2005). The reporting for a scoping review adhered 
to the PRISMA (preferred reporting elements for 
systematic review and meta-analysis) statement for 
a scoping review (Tricco et al., 2018).

Search strategy
A literature search was performed in MedLine, 
Embase, CINAHL, Web of Science, Scopus, Google 
Scholar, Portal Garuda and PubMed, along with any 
restrictions, on April 25, 2023, including searches for 
relevant articles and reference lists to ensure that 
all the studies could be located. Keywords, subject 
headings, and Boolean operators were utilized for 
“grief” and “Indonesia.” The full-detailed search 
strategies for each database are presented in Table 
1.

The inclusion criteria of an article to be included 
in this review were (1) an empirical study design in 
any form of designs, either qualitative, quantitative, 
or mixed methods, (2) related to grief and 
bereavement, and (3) conducted in Indonesia or 
associated with Indonesians. Articles were excluded 
according to the criteria: (1) unrelated topic, (2) 
insufficient data, (3) studies in the form of reviews, 
abstracts, presentation in a conference, or protocol, 
and (4) duplicate publication from the same dataset.

Two researchers screened all papers using 
Rayyan.ai. After removing duplicates, one of 
the authors reviewed the titles and abstracts of 
the articles. The first author then evaluated the 
applicability of the full-text papers based on the 
inclusion and exclusion criteria. Manual searches of 
previously published meta-analyses followed this, 
using review articles, bibliographies, Portal Garuda, 
and Google Scholar to identify additional eligible 
studies. We consulted the article containing the 
most detailed information for investigations derived 
from the same data set. Another author participated 
in the screening process to ensure accuracy, and 
team discussions resolved disagreements. After 
the evaluation process, the characteristics of the 
included studies were retrieved and displayed in a 
table. 

Data synthesis
The data retrieved in the literature were  presented 
descriptively in a table, consistent with the scope and 
objectives of the scoping review. This process was 
conducted independently by each of the reviewers 
who participated in the preceding stage, and a third 
reviewer was enlisted to reach a consensus on the 
differences discovered. The answers to the study 
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questions in the selected articles were summarized, 
and numerical and thematic results were provided 
in a narrative, theme format, as indicated in the 
results. QSR NVivo software was used to organize 
and analyze the data.

Results

Search strategy
The six databases yielded a  total of 155 articles, with 
61 duplicates. After removing duplicate citations, 94 
papers were reviewed by one of the authors based 
on the title and abstract. Following this process, 
86 articles were excluded, and 16 papers were 
reviewed for their eligibility. Meanwhile, manual 
searches from Google Scholar, Portal Garuda, 
relevant articles, and reference lists were conducted 
to identify more potential papers. Three studies 

were related to grief in Indonesia; unfortunately, the 
full text could not be located and they were excluded 
for further synthesis. However, the topics of the 
three studies could be identified as associated with 
the development of grief instruments for nurses and 
the coping style of AIDS-bereaved women. Finally, 
18 articles were included in this scoping review. The 
screening process is presented in Figure 1. 

Descriptions of the included studies
The first study on grief in Indonesia was published 
in 2008; the latest publication was in 2023. Of 18 
studies, 55% were conducted with quantitative 
designs using observational methods, including 
cross-sectional and psychometric properties. The 
rest of the studies were performed with qualitative 
approaches. Most studies were located in Java 
and were mainly conducted in Jakarta. The total 

Table 1. Search strategy
Databases Syntax Articles

MedLine Ovid MEDLINE(R) ALL <1946 to April 25, 2023>
1 Grief/ or Prolonged Grief Disorder/ or Disenfranchised Grief/ 10113
2 duka.mp. 15
3 Indonesia.mp. or Indonesia/22273
4. 1 or 2 10128
5. 3 and 4 16

16

Embase (‘grief’/exp OR grief) AND indonesia:ti,ab,kw 10
CINAHL (AB grief OR TX mourn OR TX mourning OR TX mourn OR TX mourning 

OR TX bereaved OR TX bereavement OR) AND AB Indonesia
6

Web of Science Results for Grief OR Prolonged Grief Disorder OR Disenfranchised Grief 
OR sorrow OR sorrowed OR bereaved OR bereavement (All Fields) AND 
Indonesia (All Fields)

28

Scopus ( TITLE-ABS-KEY ( indonesia ) )  AND  ( ( TITLE-ABS-KEY ( grief ) )  
OR  ( TITLE-ABS-KEY ( sorrow ) )  OR  ( TITLE-ABS-KEY ( mourn  OR  
mourning ) )  OR  ( TITLE-ABS-KEY ( bereaved  OR  bereavement ) ) )

75

PubMed (grief[MeSH Terms]) AND (Indonesia) 20
Google Scholar grief OR bereavement OR sorrow OR mourn OR duka OR berduka OR 

kabung OR berkabung AND Indonesia

Figure 1. PRISMA flow chart diagram

Scoping review of grief studies in Indonesia
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number of participants was 2,814, ranging from 
one to 729 individuals for each study. Regarding 
the target population, people living with HIV AIDS, 
mothers who had lost their children, bereaved 
spouses, older adults, and caregivers of persons 
with a life-threatening illness were the most 
frequently investigated groups. Table 2 presents the 
characteristics of the studies included in the scoping 
review. 

This scoping review shows that most studies 
(80%) focused on grief after a loss (Figure 2). This 
scoping review did not identify any interventional 
studies, but Damar (2010) investigated the feasibility 
of bereavement counseling using a qualitative 
approach. For grief instruments, the Inventory of 
Complicated Grief (ICG ), Inventory of Complicated 
Grief – Revised (ICG-R), Prolonged Grief Disorder 
– 13 and the revised version (PG-13 and PG-13-R), 
and Brief Grief Questionnaire (BGQ) are the validated 
tools for grief diagnostic (Kustanti  et al., 2021). 
However, none of these instruments were utilized 
by the researchers in Indonesia. They utilized grief 
screening instruments  such as the Acceptance of 
Disease and Impairments Questionnaire to measure 
the grief symptom or scale. Caregivers of chronic 
diseases, such as cancer and HIV/AIDS, were the 
most examined group. Other populations included 
COVID-19 and unexpected deaths resulting from 
prenatal loss, accidents, suicide, and natural 
disasters. The Indonesian researchers were also 
interested in studying grief and bereavement among 
nurses, medical students, funeral employees, 
refugees, and the general population.     

Based on the types of grief and bereavement, 
the related studies in Indonesia can be divided into 
studies on anticipatory grief and studies on post-
loss grief.

Studies on grief in Indonesia
Among the included studies, three focused on the 
area of pre-loss, namely anticipatory grief. Two 
studies investigated the coping mechanism related 
to the acceptance stages due to a loss. Another 
study was about the experience of caring for 
people living with chronic illnesses and about the 
acceptance of the diagnosis of a life-threatening 
illness. The studies on anticipatory grief mostly 
centered on examining coping mechanisms, such 
as the caregivers’ level of acceptance, in response 
to the decline in health and impending mortality.   

Examining the experience of loss and grief was 
the most studied topic in grief after a loss. In terms 
of types of loss, chronic illness-related grief was of 
greater concern to researchers than sudden loss. 
For  unexpected loss, the target population was 
accident, suicide, and disaster. Considering that 
the pandemic can also be considered a disaster, 
three investigations on COVID-19-associated 
bereavement have been conducted. Some studies 
could not be categorized as to whether they were in 
expected or unexpected deaths, such as the death 
of persons in the intensive care unit or the loss of a 
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Figure 2. The pattern of grief and bereavement studies in Indonesia

Table 3. Themes of grief and bereavement studies in Indonesia
Themes Codes

Study purposes Prevalence of grief
Association of factors toward grief
Exploring the experience of grief
Instrument development
Improvement of bereavement care services
Latent classes

Cause of bereavement Bereaved by chronic illnesses
Bereaved by unexpected deaths 
Bereaved by COVID-19
Bereaved by the loss of a relative

Target population Spouse
Women
Parents
Doctors
Caregivers
Family members
Elderly
Medical students
Indigenous students
Mortuary workers 
Nurses
Mothers
Women living with HIV AIDS

Concept being studied Status disclosure of HIV AIDS
Culture
Bereavement counselling
Social support
Society dimension

Outcomes being studied Grief
Health-related Quality of Life
Posttraumatic Stress Disorder
Resilience
Depression
Coping
Acceptance stage
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partner.          
Regarding the themes of the studies that have 

been conducted in Indonesia, five themes can be 
derived as follows (Table 3):

Study purposes (1): The focus of grief studies 
in Indonesia was about the prevalence of grief, 
factors related to grief, the experience of loss, 
the development of instruments to measure grief, 
bereavement care services, and latent classes. The 
field of grief studies encompasses a wide range of 
subjects, including the development of instruments 
to assess grief disorders, enabling Indonesian 
academics and practitioners to monitor the presence 
of pathological grief effectively. Additionally, there 
is a focus on the provision of bereavement care 
services. There is a wide availability of instruments 
designed to assess grief symptoms and disorders; 
nonetheless, it is worth noting that no translational 
studies pertaining to this topic have been conducted 
in Indonesia. Several grief care strategies are readily 
accessible, yet no research has been conducted to 
examine these therapies’ efficacy in Indonesia. 

Cause of bereavement (2): The primary 
emphasis of palliative care is to enhance the overall 
quality of life for individuals who are confronted with 
a life-threatening illness, as well as their respective 
families. The present study has identified chronic 
disease and unexpected events as the focal points 
of investigation in relation to the phenomenon of 
grief. Nevertheless, the primary emphasis of the 
disorders was predominantly on cancer and HIV/
AIDS. 

Target population (3): Studies on grief have been 
conducted with various populations as their subjects. 
The participants’ backgrounds were healthcare 
workers and those outside the healthcare industry. 
The only topic   lacking is an examination of grief 
experienced by children. 

The concept being studied (4): The included 
research looked at three different aspects of the 
grieving process: the sociocultural context of loss, 
bereavement counseling, and coping following the 
diagnosis of a life-threatening illness. Therefore, 
many other bereavement care interventions have 
not yet been investigated.

Outcomes being studied (5): The investigation’s 
primary focus was grief. The quality of life, PTSP, 
resilience, depression, and coping style are other 
secondary outcomes. The results on a physical 
level have not yet been investigated. In addition, 
other psychological outcomes like anxiety were not 
identified in any of the studies that were considered 
for this review. 

Discussion
1992 marked the beginning of the palliative care 
movement in Indonesia (Putranto et al., 2017). 
This study determined that the first bereavement 
care study was published in 2008, approximately 
sixteen years after Indonesia’s initial palliative care 
movement. It is necessary to conduct a scoping 

review to identify the status of grief and bereavement 
studies in Indonesia and to recommend additional 
evidence for the Indonesian bereavement care 
movement. This scoping review has identified the 
topics of studies conducted in Indonesia, including 
the study purposes, cause of bereavement, target 
population, concept, and outcomes.     

Most of the research included in this scoping 
review was performed in the Java region, with 
a particular focus on Jakarta. Despite a policy 
on palliative care in Indonesia since 2007, its 
implementation is limited to five major cities: 
Jakarta, Yogyakarta, Surabaya, Denpasar, and 
Makassar. Due to the centralization of palliative care 
services in five major cities, particularly in Java, it 
is unsurprising that research on grief has also been 
predominantly focused in this region. Hence, there 
remains a significant opportunity to investigate grief 
and bereavement practices beyond the region of 
Java.

This scoping review has shown that the field 
of pre-loss grief contains a significant amount of 
uncharted ground, which is not surprising given the 
small number of studies conducted on the subject. 
The coping technique in response to the loss that 
will occur as a result of the diagnosis of a life-
threatening illness is the primary focus of the field of 
anticipatory grief. In fact, pre-loss grief can influence 
an individual’s coping mechanism, and, without 
appropriate treatment, complications may include 
and increase the risk for grief disorder (Kustanti et al., 
2022). Frequently, dramatic cognitive, behavioral, 
and personality changes deprive caregivers of the 
significant relationship they shared with the patient 
prior to the onset of the illness or injury (Yehene et 
al., 2021). Anxiety, emotional numbness, and sleep 
difficulties are more common in people who have not 
prepared well for the death of a loved one (Shear, 
2012). A large portion of the current academic 
literature on pre-loss grief focuses on HIV, AIDS, and 
cancer-related grief, aside from numerous chronic 
illnesses. While the focus of care remains on the 
treatment of patients, caregivers or family members 
of individuals with a chronic disease may, however,  
continue to experience the burden of care after the 
patient’s death. Therefore, providing help for those 
dealing with grief is critical for this demographic to 
forestall the occurrence of more serious problems. 
Since the patient has been diagnosed with a life-
threatening illness, healthcare workers, including 
nurses, may conduct assessments on the patient’s 
family members or caregivers in order to determine 
the degree to which they are experiencing 
anticipatory grieving. Patients and their family 
members should participate in a bereavement risk 
assessment using a formal instrument (Aoun et al., 
2017). Therefore, appropriate bereavement support 
can be prearranged in advance (Kustanti, Fang et 
al., 2021).   

Although different individuals and types of 
losses will experience grief differently (Zisook & 
Shear, 2009). the causes of bereavement, such 
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as chronic disease and untimely dying, were given 
the same amount of consideration in terms of post-
loss grief. In regard to the types of bereavement, 
the research is more concerned about the grief 
that is associated with chronic illness. Chronic 
illnesses can cause functional limitations, financial 
stress, social isolation, increasing dependence on 
others, lower self-esteem, and mental health issues 
that trouble caregivers even after the death of the 
patients (Richman, 2022). Even if deaths due to 
chronic illness are expected, caregivers might not 
have the time or energy to cope with the situation 
since they have so many responsibilities for the care 
of the patient. As a result, the relationship between 
healthcare providers and patients’ families ought to 
be maintained to provide bereavement care and this 
should begin with the monitoring of the caregivers’ 
state of grief following the death of the patient.

On the other hand, due to the nature of 
unanticipated losses or acute illness, including during 
the COVID-19 pandemic, a loss can be traumatic 
because the individual may not have time to adjust 
to the loss (Neria & Litz, 2004). Accident victims, 
suicide victims, and victims of natural disasters 
make up the target population for unexpected 
loss. There have been three investigations carried 
out on COVID-19-associated grief, given that the 
pandemic can also be considered as bringing about 
an unexpected death. Pandemic safety precautions 
may exacerbate losses by disrupting the grieving 
process leading to negative impacts on the 
emotional and physical health (Tao et al., 2022). In 
addition, after-loss grief was typically encountered 
outside medical offices and healthcare facilities, 
so it was not widely acknowledged until it became 
a health issue. This late recognition might be due 
to the fact that the circumstances surrounding the  
death were particularly traumatic, or it could be 
because those affected were already vulnerable 
(Parkes, 1998). Because of the large amount of 
research that has been conducted, we are now able 
to identify those people who are at an increased risk 
after a bereavement. 

The target population and cause of bereavement 
varied based on the themes extracted from 
the available evidence. However, the study 
objectives were limited to prevalence, experience, 
instrument development, the exploration of service 
enhancement, and association investigation; the 
opportunity to conduct grief and bereavement 
studies in Indonesia is still quite open. Still lacking, 
however, are interventional studies, including 
randomized controlled trials. In fact, Indonesia 
requires more culturally sensitive bereavement 
care. The examined concepts were also limited to 
HIV/AIDS status disclosure, culture, bereavement 
counseling, social support, and social dimension. 
Other social and psychological outcomes, such as 
anxiety, will also be of concern in Indonesia. Studies 
on the explorations of grief among children are also 
crucial for better bereavement care services. 

Strengths and limitations
This study is the first scoping assessment of 
Indonesian studies examining the state of grief and 
bereavement research in Indonesia. The scoping 
review results can guide Indonesian researchers 
in mapping their bereavement care research plan. 
In order to ensure that a comprehensive search of 
the articles was conducted, databases and manual 
searches were utilized.

Unfortunately, we were unable to assess the 
study quality because we did not restrict the included 
studies to a specific study design. There may be 
more studies on grief and bereavement than we had 
in this scoping review, as some full text could not be 
located. We continued to report these investigations 
even though only limited information could be 
retrieved. At least, the subjects or objectives of the 
inquiry were discernible.  

Based on this current scoping review, several 
recommendations for future grief-related research 
can be listed. First, more research can be conducted 
in the area of anticipatory grief to strengthen the 
coping of caregivers or family members of individuals 
living with a life-threatening illness to prevent 
prolonged or complicated grief. Second, as this 
type of loss can be more traumatic, it is possible to 
undertake additional research on unexpected death-
related grief. Third, no study has been conducted to 
determine the efficacy of bereavement interventions. 
Numerous treatments for bereaved individuals are 
currently available, but it is essential to investigate 
bereavement care suitable for Indonesians. Fourth, 
HIV, AIDS, and cancer-bereaved individuals were 
the most frequently researched population. This 
provides ample opportunity to explore other types of 
chronic illnesses, as each loss will result in atypical 
grief. 

Fifth, limited study has been conducted on 
bereaved children and adolescents . Therefore, 
pediatric specialist colleagues can devote more 
attention to this topic. Sixth, more varied study 
designs can be performed to explore more 
investigations on grief and bereavement, including 
using a randomized controlled trial with more 
multidimensional variables as the outcomes. 
Seventh, in relation to the assessment of grief 
symptoms and disorders, a multitude of instruments 
demonstrate commendable efficacy. Nevertheless, 
researchers in Indonesia did not employ these 
instruments. One potential explanation could be 
the unavailability of instrument translations in 
Indonesia. Furthermore, the majority of the studies 
included in this scoping review employed qualitative 
methodologies. Additional research will be required 
to facilitate the translation and validation of tools 
pertaining to grief into Indonesian. The availability 
of instruments will enhance the accuracy and 
effectiveness of evaluating grief symptoms and 
disorders in studies and clinical practices.   
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Conclusions
This scoping evaluation revealed that studies on 
grief in Indonesia lack the variation of the concepts 
being studied; the focus should be placed on 
palliative care, end-of-life care, and bereavement 
care to support the advancement of palliative care 
in Indonesia. In addition to caring for terminally ill 
patients and their families, healthcare professionals 
should offer emotional support to those enduring 
other types of grief. For the provision of optional 
bereavement care, additional evidence will be 
required in the areas of anticipatory grief, grief 
related to unexpected deaths, the efficacy of 
bereavement interventions, other populations with 
chronic conditions, children, and adolescents.  
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