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Abstract

Background: Mental health services in Indonesia are developing rapidly in response to national and global health
policy to support people living with psychosis. This presents a unique opportunity for civic engagement, the active
involvement of patients, carers and communities in mental health care, to shape emergent services. In-depth
explorations of the views of professionals and other key stakeholders in mental health care on the use of civic
engagement in Indonesia are lacking which contributes to a limited understanding of its potential in this regard.
The study aimed to explore contemporary professionals’ and other key stakeholders’ perspectives on the current
use of and potential for civic engagement to strengthen mental health systems in Indonesia.

Methods: Qualitative interviews were undertaken and analysed using thematic analysis underpinned by a critical
realist approach. Eighteen multi-disciplinary professionals and lay health workers involved in mental health care in
Jakarta and Bogor and 10 national key stakeholders were recruited.

Results: Despite high levels of awareness of and support for civic engagement amongst mental health
professionals and policy makers combined with a nascent grass roots movement, analysis revealed unstructured
and insufficient mechanisms for civic engagement which resulted in ad-hoc and mostly superficial levels of
involvement activity. Civic engagement was thought to require a marked shift in existing practices as well as
organisational and societal cultures. Challenging stigma is a key feature of civic engagement and our analysis
highlights the relevance of social contact methods which are locally and culturally contextualised in this regard. Our
findings point to a need to expand current definitions of civic engagement which focus on indivdiual enablement
to ones that also encompass environmental and organisational enablement to optimise the future use of civic
engagement in mental health settings.
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intervention.

Patient and public involvement

Conclusions: Key mental health stakeholders have identified that central aspects of Indonesian culture are well
aligned to the ethos of civic engagement which has the potential to facilitate the enactment of recent global
health policy. However, full realisation is likely to be impeded by prevailing paternalistic cultures in mental health
services and high levels of stigma and discrimination towards those with mental illness in Indonesia without
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Background

Service improvement in global mental health services is
a key focus of policy and practice mandates in an at-
tempt to improve care for people living with psychotic
disorders such as Schizophrenia [1]. This is of particular
salience in low-and-middle-income countries (LMICs)
due to limited financial and human resources, which
have contributed to treatment gaps in excess of 90% in
some countries [2]. There is a well-established transla-
tional gap between intervention development and suc-
cessful implementation [3, 4]. This has been identified as
an area for particular attention for service improve-
ments. However, the implementation of novel interven-
tions within low-and-middle-income countries remains
poorly understood. Here, we examine the potential use
of civic engagement to strengthen Indonesian mental
health services from the perspectives of professionals
and key stakeholders to progress an understanding of
the barriers and enablers to implementation.

Indonesia is an archipelago in South East Asia and the
fourth most populated country in the world [5].
Indonesia is struggling to meet the needs of people with
psychosis and their families with treatment gaps in ex-
cess of 90%. This contributes to significant mortality and
morbidity associated with psychosis compared to other
countries in the world [6]. The physical restraint (known
as ‘pasung’) of people with mental health problems in
health and community settings is common in Indonesia
as in other developing countries [7]. This type of re-
straint which includes securing people to fixed objects
or locking them in confined spaces can be brief and
sporadic or last for a number of years [7-9]. Low aware-
ness of mental health problems, patients’ aggressive or
violent behaviour, unemployment in the family, inaccess-
ible or unaffordable care and stigma contribute to the
use of pasung [10, 11]. Mental health is now a national
priority and Indonesia has emphasised their formal com-
mitment to improving human rights by joining the
United Nations Human Rights Council and the United
Nations Security Council, making important changes to
domestic law and mandating minimum standards of care
[10]. Such legislative improvements provide a unique op-
portunity for civic engagement initiatives to shape

emerging mental health systems and ensure they meet
the needs of the people they aim to serve.

Public participation in relation to health system
strengthening has been a central feature of global health
policy over the last thirty years [12]. It is considered an
important part of health promotion and community de-
velopment and is supported by a substantial body of evi-
dence [13]. The World Health Organization recently
endorsed civic engagement as a global strategy to improve
health through the provision of more person-centred care
[14, 15]. Civic engagement has been defined as ‘a process
by which people become actively and genuinely involved
in defining the issues of concern to them, in making deci-
sions about factors that affect their lives, in formulating
and implementing policies, in planning, developing and
delivering services and in taking action to active change’
[16]. In low-and-middle-income countries in particular
civic engagement has been proposed as an important
mechanism through which mental health systems could
be strengthened [17, 18]. In a mental health context, civic
engagement is an umbrella term which encompasses a
wide range of activities which share a central recognition
of lived experience as a form of expert knowledge which
should considered alongside and held in the same regard
as other forms of knowledge [19]. Activities include shared
decision making, service user movements to influence pol-
icy and change health services, service user led research
and patient and public involvement in the design and de-
livery of mental health care [19, 20].

Drivers of civic engagement has been mostly associ-
ated with the survivor/user movement and the work of
grass roots community organisations [21]. Civic engage-
ment has particular salience in a mental health context
given the historical culture of health services as being as-
sociated with surveillance and monitoring and because
health services have the power to detain and treat people
against their will under mental health legislation where
this exists [22—24]. There is encouraging evidence dem-
onstrating the effectiveness of civic engagement at mul-
tiple levels within the health system [25, 26]; however,
recent evidence indicates a persistent failure to imple-
ment such principles successfully and consistently within
mental health services [27-30].
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Implementation theory provides a number of pos-
sible explanations for this translational gap including
negative organisational influence [31], lack of resources
[32, 33] and professional resistance to civic engage-
ment [34]. Current evidence suggests that focusing on
understanding local contexts and interactional pro-
cesses may yield better understanding of implementa-
tion challenges than relying on macro-level theories
which have hitherto be unable to identify generalisable
strategies for organisational change [35]. Recent sys-
tematic reviews in other low-and-middle-income coun-
tries have further highlighted the importance of
understanding local contexts prior to implementation
[36]. For example, the ‘Emerald’ project which aims to
develop a scalable model of patient involvement in six
low-and-middle-income countries (Ethiopia, India,
Nepal, South Africa, Nigeria and Uganda) conducted
qualitative research underpinned by phenomenology in
each country which identified important contextual
barriers specific to individual country that required
targeting during intervention development and imple-
mentation [29, 30]. Interestingly, existing evidence has
tended to focus on the barriers to implementation to
the detriment of potential facilitators likely to be im-
portant in developing a holistic understanding of civic
engagement enactment [37].

Rigorous qualitative studies exploring the potential use
of civic engagement to strengthen Indonesian mental
health from the perspective of health professionals and
national stakeholders have not been undertaken. Re-
search undertaken with patients and carers point to the
potential utility of such approaches [32]; however, given
that the majority of care for people with psychosis is
provided by mental health nurses and psychiatrists in
Indonesia it is imperative that their views are considered
to ensure optimal implementation.

Aims

To explore the perspectives of contemporary profes-
sionals and other key stakeholders implicated in mental
health services in relation to the role of civic engage-
ment to strengthen mental health systems in Indonesia.

Methods

Study design

Given the exploratory nature of the study, we used a
qualitative approach incorporating individual inter-
views. This study was part of a larger programme of
work to explore the potential implementation of civic
engagement within Indonesian mental health services
[38]. The views of patients and carers are presented
elsewhere [32]. A video documenting wider study ac-
tivities can be found here: https://www.youtube.com/
watch?v=aYdXO0FPvtOY
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Participants

Health professionals were recruited from two study
sites in Indonesia; Jakarta and Bogor. National key
stakeholders who were considered to hold national
policy and decision making roles in mental health ser-
vices in Indonesia were also invited to take part in
the study. Both front line professionals and national
key stakeholders were recruited to the study in order
to ensure that a range of perspectives were elicited in
relation to the use of civic engagement within Indo-
nesian mental health services. The former were con-
sidered likely to have a deep understanding of the
issues facing professionals delivering health care on
the ground whilst the latter were thought to be able
to illuminate issues relating to national policy and
practice initiatives. Previous studies have found that
data are required from both types of participant in
order to gain a full picture of the potential implemen-
tation of interventions. For example, front line profes-
sionals have been found to focus on inner setting
features (e.g. characteristics of the implementing or-
ganisation) with national key stakeholders more likely
to consider outer setting features (e.g. economic, pol-
itical and social contexts) [24, 39]. Consideration of
both inner and outer setting features of implementa-
tion contexts is fundamental to developing an in-
depth understanding of the potential use of civic en-
gagement within Indonesian mental health services.

Recruitment strategies for front line health profes-
sionals included email invitations from the study team
to all eligible participants in study sites. People were eli-
gible if they had experience of working with people with
psychosis in either Jakarta or Bogor. We used purposive
sampling to ensure there was equal representation from
different occupational roles. See Table 1 for further in-
formation on study participants. National key stake-
holders were identified from a database compiled by the
research team of key people in relation to policy making
and mental health decision making nationally in
Indonesia. This database was supplemented by analysis
of a survey undertaken in Jakarta and Bogor of all men-
tal health professionals where respondents were asked to
identify the most powerful and influential people in
mental health in Indonesia [38]. Participants were se-
lected and recruited based on their knowledge positions
and the extent to which they were considered immersed
in the critical understanding of contemporary mental
health services and the wider political landscape in
Indonesia.

Interested parties contacted a member of the research
team to discuss participation. During this discussion eli-
gibility was assessed by researchers along with availabil-
ity for interview and preference in relation to face-to-
face or telephone interviews. All potential participants
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Table 1 Information on study participants

ID Number Profession Gender
102 Psychologist M
103 Psychiatrist M
104 Psychiatrist F
105 Psychiatrist M
106 Psychiatrist F
107 National Key Stakeholder F
108 National Key Stakeholder F
109 Nurse F
110 Nurse M
m Social worker F
112 Nurse F
113 National Key Stakeholder/nurse F
116 Social worker F
117 National Key Stakeholder F
118 National Key Stakeholder/nurse F
119 National Key Stakeholder M
201 National Key Stakeholder/psychiatrist F
202 Psychiatrist M
203 National Key Stakeholder/psychologist M
204 National Key Stakeholder/social worker F
205 National Key Stakeholder/Psychologist F
206 Kader F
207 Kader F
208 Kader F
209 Kader F
215 Nurse M
216 Nurse M
217 Nurse F

were sent an information sheet prior to the interview
and given the opportunity to ask questions about the
study in order for them to make a fully informed deci-
sion about participation. All participants provided writ-
ten consent prior to the commencement of interviews.

Data gathering

A total of 28 interviews were carried out in Bahasa Indo-
nesian between August 2018 and June 2019 by HS, II,
SI1, GH and SI2 (male and female academics at the
Ministry of Health or the University of Indonesia with a
PhD and significant post-doctoral qualitative experi-
ence). Eighteen interviews were undertaken with health
professionals and workers that support health profes-
sionals (e.g. kaders — trained community volunteers). All
participants had direct experience of working with
people with psychosis in Jakarta and Bogor. Ten inter-
views were carried out with national key stakeholders
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who had experience of directly inputting into decision
making related to mental health services. Participants
were offered the choice of participating in a face-to-face
interview in a private room at their workplace (n =23)
or a telephone interview (n =5). The duration of inter-
views was between 35 and 60 min. Some participants
were known to the researchers prior to participation and
participants were aware of the rationale for undertaking
the study as this was documented in the participant in-
formation sheet.

Previous research has demonstrated a sustained failure
to effectively implement civic engagement principles
within mental health services [27-30]. Interview sched-
ules were designed to examine current conceptualisa-
tions of civic engagement in Indonesian cultures and to
explore the potential involvement of service users, family
members and communities in the design and delivery of
mental health services in Indonesia with a view to devel-
oping a civic engagement framework for future use in
Indonesia to strengthen mental health systems. Interview
schedules specifically covered current perspectives on
the involvement of patients, carers and communities in
Indonesian mental health services and the potential use
of civic engagement to strengthen developing mental
health services in Indonesia. This included an explor-
ation of potential facilitators and barriers to implementa-
tion at a micro (between individuals), meso (service or
community level) and macro (national) level.

All interviews were digitally audio-recorded, tran-
scribed verbatim, anonymised and translated into
English to support analysis by a member of the re-
search team. In line with guidelines for qualitative re-
search, 5% of transcripts were back translated using
an independent translation company to ensure accur-
acy of translation [40]. No concerns were raised when
back translations were compared to the original
transcripts.

Data saturation is a widely accepted principle in
qualitative research, which is used to determine when
data collection can be stopped [41, 42]. Data satur-
ation was a standing item on research team meeting
agendas with the whole team discussing emerging
findings from completed interviews and any new in-
formation that was arising from additional interviews.
Data collection continued wuntil consensus was
reached amongst the research team in team meetings
that sufficient data had been collected to address the
research questions and that no new information was
arising in interviews (n =25). Three further interviews
were undertaken to ensure that further data collection
was not necessary. Data saturation in multi-site stud-
ies has been found to occur between 16 and 40 inter-
views and our sample size of 28 falls within these
parameters [43].
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Data analysis

Transcripts were anonymised at the point of transcrip-
tion by members of the research team and analysed
using thematic analysis [44] supported by NVivo. Ana-
lysis was underpinned by a critical realist epistemology,
which asserts that knowledge can be shared between
groups of people but each person’s understanding will
be affected by their own individual beliefs [45]. This
combination of thematic analysis and a critical realist
epistemology allowed for a deeper level of analysis to be
undertaken [44].

The thematic analysis consisted of a number of stages.
First, transcripts were read and reread to ensure famil-
iarisation with the data. II, K] and HB then independ-
ently coded the first 8 transcripts before meeting to
agree a final set of codes. During this meeting, analysts
identified and discussed any discrepancies in coding, re-
moved duplicate codes and combined similar ones be-
fore organising codes into overarching themes and
agreeing a preliminary thematic framework. This frame-
work was then applied to the remaining transcripts by II
with minor additional changes made to the framework
during this process. Finally, the framework was shared
with the wider study team which included health profes-
sionals and people with lived expeirence to allow con-
sensus to be reached that the framework reflected the
dataset as a whole. The final stage of analysis was to
draft the manuscript using detailed descriptions of iden-
tified themes supported by segments of raw data to
illustrate interpretations.

Reducing bias

Members of the research team met regularly to ensure
data analysis remained grounded in the data and the ex-
perience of professionals working in mental health in
Indonesia. The preliminary analysis was also presented
to the study advisory group (12 people who either had
lived experience of psychosis or cared for someone with
a diagnosis of psychosis) at a meeting in November
2018. Their feedback contributed to the analytical
process through checking of interpretations and theme
development.

Ethical approval

Ethical approval was obtained from the University of Liv-
erpool Research ethics committee (Ref: 2715) and the Fac-
ulty of Nursing Research Ethics Committee, University of
Indonesia (Ref: No. 115/UN2.F12.D/HKP.02.03/2018).

Results

Themes were interpreted from the data which were con-
sidered to constitute an in-depth understanding of the
current use of and potential for civic engagement to
strengthen Indonesian mental health services from the
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point of view of professionals and national key stake-
holders. Identified themes are presented in sections,
which relate to the main topic areas covered in interview
schedules (e.g. Current understanding and use of civic
engagement in Indonesian mental health services and
The feasibility of civic engagement within Indonesian
mental health services: barriers and facilitators to future
implementation). The third section represents a theme
in its own right and codes that were used to develop this
theme were found across topic areas.

Professionals and key stakeholders had similar views
about the use of civic engagement but quotes provided
identify each participant’s role for transparency. Six of
the 10 national key stakeholders were also profession-
ally trained and their background is presented along
with the quote.

Current understanding and use of civic engagement in
Indonesian mental health services

High levels of awareness but limited application of civic
engagement in Indonesian mental health services
Participants reported high levels of awareness of civic
engagement and of the potential benefits to Indones-
ian health services. Professionals provided detailed ac-
counts of their understanding of civic engagement
which included the active participation of patients,
carers and communities in the promotion of mental
health as well as the design and delivery of mental
health care. In line with other research in South East
Asia, conceptionalisations of civic engagement ex-
tended to a societal level rather than an individual
level more commonly associated with western models
of involvement and engagement [32, 46]. The strength
and consistency of these perceptions was noticeable
and is likely to reflect the centrality of the concept in
current global health policy rhetoric.

For me personally, civic engagement has to be in ac-
cordance to the needs of the public, because if the
public is not engaged in the making of these policies,
they will become useless as it will not be in accord-
ance with the public’s own needs. National Key
Stakeholder/Psychiatrist - 201

If the patient was married, so his partner will be our
priority or maybe a certain family member in a fam-
ily. So if he has a family, it is how we empower his
partner because his partner will be the one who
spends the longest time with the patient. And next, is
his family. Could be his parents, his siblings, or any
significant others in that family that has time,
chance, ability, and willingness to engage. National
Key Stakeholder/Psychiatric Nurse - 118
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Community-based health volunteers (kaders) were
considered by participants to be a good example of
a civic engagement activity in Indonesia and it was felt
that there was scope for this lay workforce to undertake
further civic engagement activities.

A good thing about Bogor is that we have kader, who
are well informed and educated from the health ser-
vice or social workers. Other than health kader, we
have community kader, public figures, religious figures,
they even come with the patient to primary health ser-
vice. I think that is awesome. Psychiatrist - 106

Maybe the kader could be trained about how to take
care of them in the house so then they can teach the
family because it is important to know it, don’t only
rely on the health worker to come visit the patient
but kader should be trained and family will come to
the kader first, so kader can handle it if something
happens. National Key Stakeholder - 107
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Examples of other activities that participants consid-
ered well aligned to the principles of civic engagement can
be found in Table 2. Identified activities ranged in the
scale of involvement of patients, family members and
community members from relatively low level (e.g. leading
recreational activities or being involved in activities that
are health professional led rather than co-designed or co-
produced with people with lived experience of mental ill-
ness) to more meaningful levels of involvement (e.g. in-
volvement in the development of the Mental Health Act
or shared decision making about treatment plans).

Perceived benefits of civic engagement for Indonesian
mental health services

When critically considering the use of civic engagement
to strengthen mental health systems, participants dem-
onstrated a propensity to focus on the benefits with sig-
nificantly less consideration given to potential risks. This
contrasts with professionals from the Global North who
tend to resist involvement activities because of concerns
around risk management and capacity [47]. Identified

Table 2 Examples of current civic engagement activities in Indonesia as reported by study participants

D
201

D
102

D
116

D103

1D203

D104

D105

D111

D109

In mental health we have involved them [people with lived experience of mental health problems] when constructing the Mental Health Act, and
for the Narcotics Act also we had drug users involved and others too.

So the model we follow is meaningful youth participation. For example if there is a panel about mental health for teenagers that panel should
include a teenager, not only the old experts, because [without this] there is a possibility that suggestions made will be biased and irrelevant to
today’s circumstances. For example young people can give suggestions for improvements to law, research, questionnaires, and also the
improvement of interventions, that is what we try to do in our community.

As I've said, our organization is an advocate group, and this advocation is done by people with mental health problems, so we don't only accept
programs but we also criticize, suggest, make programs better, and advocate for programs that are needed.

People from the community and us as an organization are advocating seriously to the health authority, and recently the health authority decided
to register every person with mental illness, including ones with chronic mental illnesses.

What already happen here is especially in a community like KPSI (Komunitas Peduli Skizofrenia Indonesia/Indonesian Schizophrenic Care
Community), Bipolar Group, Substance Abuse Group, and we once asked them to discuss about mental health service like mental health that
caused a physical illness like HIV/AIDS, chronic kidney disease, we asked about their hopes and merged it with other stakeholders and psychiatric
hospital parters’ hopes in a discussion ... ... yes, we invite the user too, and stakeholder, partners, citizens, KPS|, Bipolar Care Group, Substance
Abuse Group, and a group of people with chronic physical disease. Actually since 2009, we held it every 5 years. For RSMM (Marzuki Mahdi
Psychiatric Hospital), we always connected with them to improve our services.

We can see it in communities of people who have experienced it. For example, people with bipolar disorder or schizophrenia would have their own
community, and they would engage with people who are healthy to spread awareness and ask for support. So there are now bipolar,
schizophrenia, autism communities, those are the concrete examples that the society has done.

In Pacitan, it's Head is very concern with Pasung so there is a community of patients who have experienced Pasung and they become merchants
in the market, every month they have a gathering, traveling together to the beach ... .. There was a cooperation with Traditional Medicine
Company and we helped it with providing a field and they teach and train them to grow vary of medicinal plants and sell the harvests to the
company.

When planning management, | tried to involve family and patients. Sometimes patients are accompanied by Kader, or care givers who are not
close relatives. We try to make a plan or | like to call it road to recovery for this patient ... ... | think the patient is ready to go home then we do
discharge planning, and that’s where the patient and family get involved to see what helps recovery to get better when they go home.

For example there is Ms. X who often teaches handicrafts, she will say “can | take the session?” Then | say “oh of course, we can set the time” (105)
There are also families who do have family members with mental health problems, then want to teach others. So he is a caregiver, but he
volunteers for others.

There are some custom topics family can choose to adjust with their problems so then there is an engagement from family because they have
their own rights, we are not always “feeding” them. And then we also trained them to make their own rules and schedule for patient’s daily
activity.

I'm a clinician and | have a direct connection with patient. So when | give nursing care, I'm not just judging for what I've found, but | will explore
deeper what's in the family, and make my decision for the right treatment, together designing the nursing planning with patient and family. So we
engage them, the patient and family.
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benefits included those at an individual level such as re-
duced duration of untreated psychosis, increased confi-
dence and motivation amongst service users which was
related to increased likelihood for recovery and those at
a health service level through increased efficiency and
more patient centred care.

The effect could be very positive. Patients will get
their motivation and support to heal. For us, as
health workers, we get positive effects too because en-
gagement is very helpful for our program, it will be
easier if we do it together to reach our goal. Na-
tional Key Stakeholder - 107

As a service provider, like me, civic engagement could
decrease the duration of untreated psychosis. So it will
take a shorter time to heal them and patients will
have a better prognosis if they come to the health facil-
ity as soon as possible. And it will also decrease the
treatment gap of a medication in some places, that’s
the most important thing. Other than that, to main-
tain the patient’s health. Psychiatrist - 106

An additional benefit identified by participants was the
reduction of stigma associated with mental health diag-
noses which was considered pervasive in Indonesia. Par-
ticipants felt that involving patients, family and
communities in mental health care could increase soci-
etal awareness of mental health and break the cycle of
stigma and discrimination. In particular, human rights
violations such as the confinement and detainment of
people with psychosis in institutions or family homes
against their will, (‘pasung’ in Bahasa Indonesian), could
be reduced or even eliminated through increased use of
civic engagement [10, 48].

The challenge now is stigma and discrimination.
These are the real issues to tackle, to make sure that
mental health problems are not marginalised. This
is the real challenge that we want to bring forward,
and it can only happen if the public is involved.
Eventually this is what will stop the chain of stigma
and discrimination, and people can be actively in-
volved to educate or give information for others. Na-
tional Key Stakeholder/Psychiatrist - 203

There is still so much kind of stigma out there,
and I'm sure with their [families] understanding,
they will know how to take care of the patient,
and they will engage in that process, so we hope
this stigma will decrease slowly. National Key
Stakeholder — 108
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The role of paternalistic cultures in undermining the ethos
of civic engagement

Despite this surface level value attributed to civic en-
gagement, the actual implementation of civic engage-
ment in Indonesian mental health services was
diminished by pervasive paternalistic cultures within
services when narratives were examined in detail. Par-
ticipants felt that such cultures were entrenched in
contemporary mental health services in Indonesia.

I see treatments in both hospitals and institutions
being more assumptive, or not involving the pa-
tients enough in their treatments. This is more the
case in social institutions that are privately man-
aged. They still assume that they have to take
care of everything for the patients, that they are
the ones who know everything, and this is some-
thing that inhibits [active participation/civic en-
gagement]. Psychiatrist — 202

I think it [civic engagement] is not working as we ex-
pected because designing mental health service is
[still] only done by health workers, you see it still
one way. Psychiatric Nurse - 110

Interestingly, professionals took limited responsibility
themselves for enacting civic engagement in mental
health services and often blamed patients for a perceived
lack of involvement. Some professionals felt that that pa-
tients and family members should take responsibility for
self-care and be able to challenge decisions made by pro-
fessionals and identified a need to empower people to be
able to do this.

Other than knowledge and awareness, they also
have to have willingness to decide their choice in
order to get treatment until they can take care of
themselves. The whole point is the patient has to
develop a skill to take care of himself. Psychiatric
Nurse - 112

The obstacle from patients and families is the level
of their education. For those who have low educa-
tional level, we will find it is difficult to involve them
further in determining what will be done in the fu-
ture. Psychiatrist - 105

A small number of professionals focussed on in-
creased compliance from patients and family members
as a benefit of civic engagement which contravenes
the ethos of civic engagement. Primary drivers for in-
volvement agendas relate to the advocation of the
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personal and collective rights of people who use ser-
vices rather than complying with treatment mandated
by health services [49].

I think working together with patients and their fam-
ily members will increase their compliance as well
as the family's trust, so that cases of dropping out of
treatment or relapsing as a result of a stressor that
may happen during the treatment will decrease.
Psychiatrist - 202

Feasibility of the use of civic engagement in Indonesian
mental health services: barriers and facilitatiors to future
implementation

The alignment of civic engagement to central features of
Indonesian culture

There was consensus amongst participants that cen-
tral aspects of Indonesian culture were well aligned
to the ethos of civic engagement which had the po-
tential to facilitate its use in mental health services.
In particular, civic engagement was consistent with
the ‘Pancasila’or foundational philosophical principles
in Indonesia; belief in God, a just and fair society, a
unified Indonesia, democracy and social justice. Fam-
ily relationships and community cohesion more gen-
erally were considered stronger in Indonesia when
compared to Western cultures.

The culture of Indonesia is very humane. We have
Pancasila (foundational philosophy of Indonesia),
the opening of the constitution. Article 28H and
others, it's already regulated by the government,
by the society. So people who don't care are not
Indonesians, that means that they don't have a
religion, they don't have human values. National
Key Stakeholder - 119

I think there's potential in the society. We have the
culture of ‘gotong royong’ (communities working to-
gether), that's a strength of our society. We have trust
among ourselves; we have a culture of compassion,
to help others, to donate. We can better ourselves
with this. I hope there would be a good governance,
that the governments are involved, that the regula-
tions are enforced. National Key Stakeholder/ So-
cial Worker - 204

In Indonesia, familial relationship are a lot better
than in western countries, and especially we have
better social lives [as communities], therefore if they
are well-informed they actually have a good poten-
tial to encourage themselves, their family members,
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and the community around them to be engaged too.
Psychiatrist - 202

Participants described a shared desire among pa-
tients and family members to learn more about
mental health, which could further facilitate the im-
plementation of civic engagement in Indonesia.

They enthusiastically join every time we have a
mental health program they will come and par-
ticipate in the event. Usually we do education,
sharing session, in hospital and in community or
local health center, and there will be about 20 to
30 of them who come. In small group activity like
a specific specialty, for example for the patient’s
family, it will be a small group. But for a com-
mon training we've done it a lot. Their enthusi-
asm is very good and they want to be involved.
Psychiatric Nurse - 217

The importance of changes to international and domestic
law and the role of third sector organisations to support
the implementation of civic engagement

At a macro level, participants described how recent
changes to international covenants and domestic law (e.g.
the Disability Act and 2014 Mental Health Act) had im-
proved protections of human rights for people in
Indonesia. Mental health care provision itself had im-
proved recently since the prioritisation of mental health at
a national level through the development of mental health
indicators which had led to the provision of basic commu-
nity mental health care. These improvements have been
accompanied by a growing but disparate user movement
in the form of increasingly active community organisa-
tions which has the potential to provide further support
for the use of civic engagement in Indonesian mental
health services. Such organisations are increasing aware-
ness of mental illness in communities, providing direct
support for individuals, family and communities in rela-
tion to mental health, advocating at a health service level
for better care and campaigning for the rights of people
with mental health problems at a national level (Table 2).

If we examine public policies that encourage civic
engagement, we can see, for example, the Disabil-
ity Act. Now they have the same rights [as any
other people] so they're encouraged to be more ac-
tive in their social lives, and eventually this will
encourage them to be involved in clinical deci-
sions. We also have the Mental Health Act that
emphasises how important it is to protect them,
their rights, and their finances so that they can
manage their own finances and their own rights.
Psychiatrist - 202
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In the Ministry of Health we have 12 main indicators
of a healthy family (indicator keluarga sehat — indica-
tors of healthy families) which include mental health.
In this case, the Ministry of Health and the Ministry
of Social are responsible and they are very supporting
this so I think there are so many policies that make
civic engagement a priority Psychiatrist - 104

We have PMK (Peraturan Menteri Keuangan/Min-
istry of Economy’s constitution) number 35 that said
mental health should be treated and it’s already in
SPM (Standard Minimum Pelayanan/Service Mini-
mum Standard — minimum standards of care) of
every regions and cities, that policy. Psychiatric
Nurse - 109

Low levels of awareness and desire for civic engagement
within local communities

Participants identified a number of barriers at an indi-
vidual level to the optimal use of civic engagement.
These were mostly attributed to patients and included a
lack of knowledge about mental health generally, pa-
tients lacking insight into their condition or not having
the requisite capacity to be involved. For example, pro-
fessionals coalesced in their views that patients may not
be able to participate because of their condition due to
symptom manifestation or side effects of drug treatment.
Others felt that such perceptions represented ‘self-
stigma’ on the part of the patients and family members
rather than actual deficits that would prohibit involve-
ment. These factors contribute to low desire for and ex-
pectations of civic engagement, and reduced ability to be
involved in mental health services.

The obstacles? Maybe a patient with mental illness
usually runs out of energy so it will be hard for him
to participate more if his condition is not good
enough. Psychologist - 102

And this also happens inside the patients themselves,
feeling self-stigma that it's true I'm useless, I'm incom-
petent, I can't make the right decisions; if they're being
given a chance they'll leave it to the doctors, unable to
make decisions themselves. Psychiatrist - 202

Their willingness to engage is still passive, not all of
them that have a family member with mental illness
feel that they have a right to contribute in. National
Key Stakeholder/Psychiatric Nurse - 118
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Lack of local implementation strategies and regulatory
procedures

Despite the aforementioned improvements to national
policy and laws related to the treatment of people
with mental health, there was no guidance about local
implementation or regulations to ensure compliance
with these mandates. Participants also described com-
peting laws and regulations, which are openly dis-
criminatory against people with mental health
problems and detract from these new guidelines.
Identified examples included people being subject to
mental health screening in order to attend school or
apply for jobs and a national insurance policy which
does not cover health problems related to drug abuse
and suicide.

The regulation which requires mental health screen-
ing in order for people to work or enroll in schools, 1
think this hampers their engagement as it would be
difficult for them to get a formal job or be in school.
Psychiatrist - 202

Mental Health Act has been achieved in 2014. Now
it's time to fight for the implementation. Its deriva-
tives aren't finished yet and I think the government
needs to do that. National Key Stakeholder/Psych-
ologist — 205

It’s hard for us to advocate and it’s not gonna
succeed in only one time or two times
advocating procedure. Social Office has so many
programs, local health center has so many
workers, so many nurses handle tuberculosis,
etc. But in mental health issue, it will be just
an option, a local health center can choose
whether they want to have that facility or not.
Social Worker - 111

Parity of esteem in relation to awareness about and
resources for mental health

Participants felt that Indonesia was still a long way from
achieving parity of esteem between mental and physical
health conditions. Insufficient resources for rehabilita-
tion, social support programs, building infrastructure or
staff training were further barriers to the successful im-
plementation of civic engagement in Indonesian mental
health services. These issues were further compounded
by low levels of mental health awareness amongst senior
policy makers, poor coordination between government
agencies and insufficient mental health leadership at a
national level.
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For now, it will be budget. Because if we want
the public to make a move, or we want to edu-
cate them, it will cost much money, a well-
arranged program. The information is the only
thing we can prepare. And the education media,
we will need it too. Psychiatrist - 106

For me, the emphasis of the problem is on the
weakness of leadership. So if leadership in men-
tal health is still slow like that, the developing
of mental health will be very slow too. Especially
if we think about the civic engagement. Psych-
iatrist - 105

Omne of the quality indicators is integration, inter-
collaboration that isn't only inter-professional, but
everything. Lastly, efficiency. This doesn't take place
because everyone works separately. National Key
Stakeholder - 119

The prevalence of stigma and discrimination towards
people with mental illness in Indonesia

Irrespective of professional role, participants held strong
views about the need to address stigma towards people
with mental illness in Indonesia to enable optimal util-
isation of civic engagement. Whilst acknowledging that
attitudes towards those with mental illness had im-
proved over recent years, narratives focussed on the sig-
nificant challenges which persisted. Stigma, both felt and
enacted [50], was considered to be deeply entrenched in
Indonesian society partially connected to certain cultural
beliefs in Indonesia. Stigma and fear represented signifi-
cant barriers to civic engagement at all levels both
within and outside of health services (Fig. 1). Profes-
sionals considered such entrenched attitudes and behav-
iours entrenched and resistant to change.
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I think stigma is the number one factor that hin-
ders civic engagement. Firstly, the stigma that
people with mental disorders are people with no
hope, can't make decisions, don't know what's best
for themselves, can't work or go to school, can't
have a family, can't get married, etcetera. This
stigma is really damaging and negative, and this
stigma exists from the family-level to the commu-
nity, government, to medical personnel, there are
a lot of them who still hold this stigma. Social
Worker - 116

From the eyes of a general public, I think not
only that the public doesn't understand, but also
there are a lot of myths and stigma [surround-
ing mental health] that prevent people from par-
ticipating [in civic engagement] ... .. But people
are behind not only because they don't have the
knowledge, but also our culture that rejects any-
thing different. The stigma, the myth that men-
tal illness is something that happens because
you don't have enough religious faith, because
they were mistreated, because they got possessed,
because they were sinful. This is something that's
really happening, it's very prevalent in the soci-
ety. Social Worker - 204

Felt stigma was considered to result in shame amongst
family members and patients which was thought to de-
crease motivation and confidence to participate in in-
volvement activities. This inhibited patients and family
members accessing support from services or people in
their communities and exacerbated social exclusion.
Enacted stigma was considered to inhibit recovery re-
lated activities such as employment and participating in
valued activities.

Civic engagement

 Increase participation
« Increase awareness
« Improve quality life

Fig. 1 Stigma blocks the synergism between civic engagement and mental health services

Mental health
services

e Increase access
¢ Better quality
« Rehabilitation program
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For example, in communities, there are churches,
pastoral counseling, counseling units, shelters. I
think there are some community efforts, even if
it's not specific to mental health problems. But
they don't talk about that, there is stigma asso-
ciated with going to counseling. When they go to
counselors they're asked, Hey, are you stressed?
Are you crazy? If their friends come and talk to
them like that, they'd cancel their plan to come
counseling. National Key Stakeholder/Psychiatrist
- 205

But when they are healed and ready to work, there
will be a problem when they have to write about
their medical record and they’re confused “should I
really write my medical history?” if they write that
they ever have a mental condition and was an in-
patient, they will be automatically eliminated. Psy-
chiatric Nurse — 216

The family feels ashamed ... I also won't mention to
people about the condition of their ill family mem-
bers. Kader - 207

Despite stigma being the greatest barrier to civic
engagement reported by professionals, analysis re-
vealed some promising signals of recent improve-
ments in awareness of and attitudes towards mental
illness in Indonesia. Such improvements were attrib-
uted to mental health campaigns led by health
services and both governmental and community or-
ganisations. Social media was considered an import-
ant method by which to effectively reach large
numbers of people in Indonesia for relatively little
cost. Campaigns included educational activities and
encouraging people to use fewer stigmatising terms
to describe mental illness. Some hospitals have
started inviting members of the public to take part
in education programmes and running peer volun-
teer opportunities.

For me, this shows that people are now more
aware, more open to report their family members.
They're no longer ashamed, no longer resistant,
are not stigmatised, in that context it's a better
awareness ... .. I don't think there's a downside,
just that at first the challenge would be stigma,
political interests, those might be the obstacles.
But if it's pushed forward, those obstacles can be
turned into something positive. National Key
Stakeholder/Social Worker - 204
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For example as a director I give them material in a
meeting to discuss disaster management in terms of
mental health. I also speak in forums like public
education in radio, television, newspaper, I tell my
staff to do public education. Psychiatrist - 103

Discussion

A qualitative study was undertaken to develop an in-
depth understanding of professional and national key
stakeholders’ views on the potential for civic engagement
to strengthen Indonesian mental health systems to fur-
ther understand barriers and facilitators to implementa-
tion. Data from the current study has identified an
important disconnection between global health policy
advocating civic engagement [14] and the capacity for
implementation on the ground in Indonesia. This is the
first study to explore the use of civic engagement from
the perspectives of front-line professionals and national
key stakeholders in Indonesia and to identify facilitators
to civic engagement as well as the factors contributing
to this translational gap which are fundamentally im-
portant to those wishing to implement civic engagement
both in Indonesia and in other low-and-middle-income
countries.

Despite recognition of the potential benefits of civic
engagement, participants described only limited current
activities which remained ad-hoc and predominantly
superficial which coalesced with the experiences of pa-
tients and carers [32]. The kader programme which uses
lay workers (community volunteers trained and super-
vised by primary health care staff) to deliver basic health
care to local communities was the one example of co-
ordinated civic engagement activities in Indonesia. The
role of kader was developed initially to support child and
maternal health in local communities but more recently
has been extended other non-communicable diseases in-
cluding mental health and is associated with a number
of health outcomes [51].

Enacting civic engagement in mental health services is
more complicated than in physical health services be-
cause of historical socio-political contexts relating to co-
ercion and control [22, 23]. Attention needs to be given
to the de-implementation of existing practices in
addition to the work required to enact new interventions
at a patient, professional and organisation level [52].
Successful implementation at the very least requires a
shared understanding of civic engagement activities [25].
The current study demonstrates that professionals coa-
lesced in their understanding of and value attributed to
civic engagement. Service users and carers in a related
study; however, varied more in their understanding of
civic engagement which appeared dependant on expos-
ure to mental health services and mental health activism



Irmansyah et al. BMC Psychiatry (2020) 20:172

[32]. In line with findings from other low-and-middle-in-
come countries, patients prioritised access to medication
and suitable care over involvement activities [30, 32]. In-
creasing awareness of civic engagement and increasing
desire for such activities amongst all stakeholders repre-
sents a key intervention point for health services and
data highlights the central role of third sector organisa-
tions in this regard. These findings point to the need to
expand current definitions of civic engagement. Until
now, these have tended to focus on the enablement of
individuals to become actively and genuinely involved in
activities. Our study suggests a need to consider more
holistic definitions which include the enablement of or-
ganisations and environments as well as individuals in
order to realise optimal levels of civic engagement.

In Indonesia as in other low-and-middle-income coun-
tries, felt and enacted stigma towards those with mental
health problems is pervasive and entrenched in organisa-
tional and societal culture and is considered a significant
barrier to implementation [30, 53, 54]. This is com-
pounded by limited awareness of human rights, finite re-
sources and misconceptions about mental illness [32].
The World Health Organisation did not identify stigma
as a priority area in their recent strategy on people-
centred and integrated services [14]. This is likely to be
because the strategy did not specifically focus on mental
health services. In the current study, stigma was per-
ceived to contravene the potential synergy between civic
engagement and mental health service development at
all levels within the system (Fig. 1). Research in high
income countries has identified stigma as an import-
ant barrier to civic engagement [55-57]. However, in
line with research from other low-and-middle income
countries, the level and extent of stigma in the
current study exceeds those identified in higher in-
come countries [30].

The study contributes to existing literature by identify-
ing strategies to challenge stigma. For example, civic en-
gagement was considered well aligned to Indonesian
culture on philosophical grounds. In particular, civic
engagment was consistent with Pillars 3 and 5 of the
‘Pancasila’or foundational principles in Indonesia. As a
result of these principles, family relationships and com-
munity cohesion more generally were considered stron-
ger in Indonesia when compared to Western cultures
and should be considered an important resource in chal-
lenging stigma. Additionally, in order to optimise anti-
stigma programmes in low-and-middle-income coun-
tries, attention should be given to potential philosophical
synergies between cultural values and how these can be
used to target interventions. Campaigns underpinned by
socio-psychological theories of cognitive dissonance
could highlight that Indonesian egalitarian cultural
values are inconsistent with negative views about people
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with psychosis in an attempt to reduce stigma. Such
methods have been successful in reducing stigmatising
attitudes in other populations [58]. In contrast with
European countries, patients and their families should
be considered as one unit and attempts to reduce stigma
and promote civic engagement should empower individ-
uals at a community level. There is promising evidence
on the use of community engagement events incorporat-
ing arts-based activities to reduce stigma through in-
creased intergroup contact and enhanced knowledge
about mental illness [59—-61]. This study points to the
need to ensure these social contact methods are locally
contextualised for use in Indonesia.

The findings emphasised the significance of legal and
policy frameworks to the implementation of civic en-
gagement at multiple levels within the system. Important
facilitators at a macro level were identified which are
likely to be important to emerging civic engagement ac-
tivities. Recent law, regulations and policies related to
mental health at a national level are now considered to
provide an adequate framework for human rights pro-
tections [10]. More recently the governmental
programme of universal health coverage which encom-
passes the majority of mental illnesses should promote
access to care. Such developments are aligned to recom-
mendations made by the WHO [14]. Mental health is
also now considered an important local priority as men-
tal health is one of the 12 indicators considered the re-
sponsibility of puskesmas or primary care centres in
Indonesia [62]. However, the study also identified legacy
policies which directly contravene the ethos of civic en-
gagement. What is currently lacking are implementation
plans at a local level (Desa and kelurahan - urban and
rural village level) likely to be fundamental for optimal
implementation and routinisation of civic engagement
activities in practice and to enable legacy policies not
considered in line with civic engagement to be
circumvented.

In line with the views of service users and carers, par-
ticipants in the current study highlighted the significant
role of third sector organisations to promote civic en-
gagement in mental health at multiple levels within the
system [32]. This included increasing desire for involve-
ment amongst communities, reducing stigma and advo-
cating for macro level changes. For example, Indonesia’s
mental health law was first enacted in 1967, but then
amalgamated into the general health law in 1996. After
years of advocating by various organisations the mental
health law was re-enacted in 2014. Following this enact-
ment, mental health law, health programs and policy on
mental health have improved significantly demonstrating
the power of third sector organisations once mobilised.
At the community level, third sector and non-
government organisations are considered best placed to
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deliver holistic care and undertake civic engagement, es-
pecially in relation to increasing awareness and challen-
ging stigma [32], which adds further support to their
critical role in future implementation.

Strengths and limitations

This study draws its strength from the in-depth nature
of data collection from a wide range stakeholders with a
breadth of experience. Such methods of data collection
allow participants to raise concerns of particular salience
to local contexts which would not have been possible
through the more restrictive collection of data through
questionnaires. Professional views about civic engage-
ment in low-and-middle-income countries are important
to implementation but under-represented in current lit-
erature. We have presented the views of service users
and carers elsewhere [32].

Our combination of thematic analysis and a critical
realist epistemology allowed for a deeper level of analysis
to be undertaken which examined the individual, organ-
isational and cultural influences on involving people in
mental health care. We did not observe any interactions
between health professionals and patients or any civic
engagement activities. Future research should consider
such approaches (e.g. clinical observations or ethno-
graphical methods) to build on the current data. Data
was collected from 18 professionals from two sites in
Indonesia: Jakarta and Bogor and 10 professionals in-
volved in national level decision making about mental
health. Future studies could include recruitment from
other geographical areas in Indonesia and consider in-
cluding cultural and religious leaders to supplement this
data presented here.

Conclusion

Although mandated in global health policy for low-
and-middle-income countries and acceptable in
principle, optimal use of civic engagement in Indonesia
is lacking. Full realisation of involvement and engage-
ment agendas requires an in-depth understanding of
the cultural and societal contexts in which health
provision occurs prior to intervention development
and implementation.
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