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Adapting to People With Schizophrenia:
A Phenomenological Study on a Rural
Society in Indonesia

Retno Lestari*4, AhYusuf?, Rachmat Hargono', Febri Endra Budi Setyawans,
Ridhoyanti Hidayah4, Ahsan Ahsan4

ABSTRACT

Background: The growing prevalence of
schizophrenia in Indonesia requires the
consideration of the families, caregivers,
health care professionals, and the entire
society, to serve as a support and coping
resource for the patients. The process of
recovery is rather difficult, especially in the
absence of a decent place to live. Hence,
there is the need to provide a supportive
environment that facilitates recuperation
from psychotic symptoms, enhances
interaction with others, promotes self-
expression of thoughts and feelings, and
helps deal with daily stress and challenges.
There are currently no studies on the
framework of societal adaptation for people
with schizophrenia (PWS). The aim of this
research, therefore, was to explore the
experiences of rural society inhabitants in
adapting to PWS in Indonesia.

Methods: The study uses a qualitative re-
search design and implements an interpretive
phenomenological approach. A total of ten
society members were recruited from the
community by purposive sampling, and the

in-depth interviews conducted were audio-re-
corded and transcribed. In addition, thematic
analysis was carried out using the interpre-
tive phenomenological analysis method.

Results: The majority of the participants
assumed that PWS prompt the feeling of
alertness over fear. In addition, the partici-
pants revealed a feeling of indecisiveness in
related situations and emphasized the value
of keeping up traditional beliefs and practices
and the effectiveness of a demonstration of
indifference. They explained the need to com-
bine traditional and modern health practices
as recommended by the spiritual leaders.

Conclusion: Societal adaptation to PWS
entails the understanding of how to

deal with the disease’s uncertainty and
complexity. It is important to create a
supportive environment to promote mental
health and wellbeing.
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Key Messages: Learning about the societal
adaptations to people with schizophrenia
is an important step to overcome the social

barriers during community treatment.
Spiritual leaders play a powerful role as
change agents in determining the way
members of the community ultimately adapt.

chizophrenia is a chronic, severe

mental illness known to affect

approximately 23 million people
worldwide.! In addition, the disease prev-
alence has substantially increased from
1.7 to 7.0 cases per 1,000 persons in Indo-
nesia, from 2013 to 2017.> Some studies
have investigated the major contributing
socioeconomic and environmental fac-
tors, including poverty in the rural areas,
believed to force the occurrence of migra-
tion as well as working abroad and leav-
ing family members behind.3s Beside the
demographic factors, stigma may inhibit
people with schizophrenia (PWS) from
seeking and maintaining jobs, as many
employers consider them less productive
and incurring higher healthcare/insur-
ance costs than other employees.®” The
stigmatization received from the society,
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especially friends and families, common-
ly known as the not-in-my-backyard
phenomenon, poses a major challenge
and discourages the pursuit of adequate
treatment and recovery.®

Society support is a very powerful
factor in the recovery of PWS. There are
eight domains of recovery from mental
illness, which include the abilities to
work/seek learning programs, engage in
social activities, establish daily routines,
perform independent activities, under-
stand and accomplish tasks and projects,
improve wellbeing, decide goals, and
manage the symptoms with psychoso-
cial therapies.® The society could provide
a collective and supportive environment
for dealing with daily stress and social
changes. A sense of belonging, trust, and
self-confidence, which are the results
of community engagement, embodies
PWS’ social attachment, social engage-
ment, and participation in communities.

The growing prevalence of schizo-
phrenia in Indonesia needs to be possi-
bly addressed through an adequate con-
sideration of family, caregivers, health
care professionals, and members of the
whole society, to serve as supportive
coping resources for the patients. The
process of recovery is rather difficult, es-
pecially in the absence of a decent place
to live, hence the need to provide a pos-
itive environment for managing daily
stress and challenges. Currently, there is
no study on the frameworks of societal
adaptation to PWS. Using data assim-
ilation from the participants’ verbatim
responses help researchers create cer-
tain guidelines on societal adaptation.
The aim of this study, therefore, was to
explore the experiences of societies in
adapting to PWS in a rural area, as well
as the different forms of support provid-
ed in Indonesia.

Subjects and Methods

An interpretive phenomenological de-
sign was used to investigate the lived ex-
periences of participants,in an attempt to
recognize interpretative human stories
as a form of sense-making mechanism.
In addition, in-depth semi-structured
interviews were used to investigate the
societal experiences in adapting to PWS
in Indonesian rural communities. Mean-
while, phenomenology was adopted to

obtain an explanation, understand the
meanings attributed to the experienc-
es, and convert these observations into
questions on the means to study and un-
derstand these relations.

This study was conducted in Septem-
ber-October 2019. Ten society mem-
bers were recruited from a community
within a limited geographical area in
the South-East corner of Java Island,
Indonesia, by purposive sampling.
This location was selected because of
the current inhabitation of 120 PWS,
many of them living with families in
forest regions. Most of the PWS were
migrant workers, left-behind fami-
ly members, and unemployed people
who had schizophrenia. Interviewers
were community mental health work-
ers and university researchers work-
ing in the community mental health
program. Prior to the study, written
informed consent was obtained after
informing the purpose of the study,
their rights, potential risks and ben-
efits to participants, duration of the
study, and the confidential nature of
the information they provide. The
interviews were audio-recorded and
transcribed, followed by the conduc-
tion of thematic assessment using the
interpretive phenomenological analy-
sis (IPA) method.* The inclusion crite-
ria were being members of the society
who have interactions with PWS for at
least two hours per week, and aged >
21 years. The researchers interviewed

TABLE1.
Characteristics of Participants

ten participants until achieving data
saturation. Table 1 shows the individ-
ual characteristics.

Data were collected after receiving
permission and ethical clearance. The
participants were informed about the
study and asked for the willingness to
share their experiences. The consent
forms included the study aim, the use
of the recording device, duration of the
interviews, and the right to withdraw
from the research at any given time with-
out penalty. The principle of beneficence
was attained by the implementation of
pseudonyms to reduce the likelihood of
revealing the participants’identities.

There was a briefing on the benefits and
risks and, then, opportunities were pro-
vided for questions, before conducting
the interviews, which occurred at home,
based on request. This process spanned
approximately 30—45 minutes, and the
data were digitally recorded and noted.
The following questions were raised:

e How do you feel about living near
PWS?

e Why do you thinkit is difficult to mo-
bilize societies to help PWS?

e Describe how societies can adapt to
PWS.

Rigor was established in this qualitative

study by creating four domain strate-

gies, including credibility, dependabil-

ity, confirmability, and transferability.

The development of credibility required

the possession of adequate knowledge

and skills to perform the designated

Duration of interaction
Agein with PWS
No. years Education Role in society (hours/week)
1 35 High School Health cadre 3
2 28 High School Local government 2
leader
3 50 High School Spiritual leader 2
4 40 Diploma Health cadre 2
5 30 High School Local resident 1
6 38 Diploma Spiritual leader 2
7 4 Diploma Local government 1
leader
8 43 High School Local resident 2
g 40 High School Health cadre 3
10 37 High School Local resident 1

PWS: people with schizophrenia.
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roles. All the team members engaged in
regular meetings to establish confidence
in the truth of the research’s findings.
Dependability was achieved by creating
a well-defined preparation system on
details of the study protocol, therefore
maintaining the accuracy of coding and
the data track record. The triangula-
tion technique is another way to obtain
trustworthiness, which involves the
confirmation of the study through sev-
eral data sources, researchers, and theo-
retical frameworks. Data triangulation
was achieved by gathering data using a
variety of participants, including neigh-
bors, health cadres, and public figures.*
Investigator triangulation strength-
ened the researchers’ standpoint. Thus,
the team that conducted this study
comprised of researchers from different
disciplinary backgrounds, with vary-
ing attitudes and motivations. Hence,
a combination of diverse professionals
helped establish a positive environment
to facilitate and ensure successful group
communication and effective individ-
ual contributions.’>'»3 Meanwhile, the
provision of all the detailed operational
and theoretical data was important in
ensuring transferability.:

The warranty of trustworthiness in
an IPA is achieved by seeing things from
the participants’ perspectives. Therefore,
the transcripts were analyzed in order
to ensure data accuracy, up to the point
where all researchers met a consensus,
as better interpretation is realized by
attaining a thorough understanding of
the participants’ experiences.

Results

Data were transcribed verbatim into Ba-
hasa and analyzed using the IPA meth-
od. Smith explained seven stages of this
methodology, including (a) reading and
re-reading the transcripts and familiar-
izing with the data, (b) noting and ob-
serving content that is relevant to the re-
search topic, (c) identifying themes with
the capacity to characterize key aspects of
participants’ experiences, (d) developing
connections between emergent themes,
(e) moving to the next transcripts and
repeating the same analytical process, (f)
searching for certain themes across cas-
es, and (g) evaluating themes and look-
ing for the meaning of the participants’

experiences.** The resultant themes,
sub-themes, and categories were as fol-
lows (Table 2).

Theme 1: Turning Fear into
Alertness
Feeling Frightened

The feeling of fright when participants
are faced with PWS was described as the
fear of being attacked at unpredictable
and unexpected situations. Numerous
other emotions were experienced while
interacting with PWS, including the feel-
ing of shock, conversing with anxiety,
terrified of being attacked, and harbor-
ing an uneasy feeling. The participants
stated the following:

“You know, suddenly he came ... I was

so shocked, unprepared to engage in a
conversation, and did not know what to
talk about, because I was alone at the time
....Then he asked for my help, as he need-
ed a job, and I said I had none.... Then he
just walked away....” (Participant 5)
“I didn’t know I could be so scared....
People told me to ignore him as he was a
dangerous man, with the capacity to give
a punch in the face and pull hair.... This
took away from me the courage to en-
gage in an interaction....” (Participant 7)

Worried Something Bad Will Happen

Participants described that PWS present
in the community affect the entire societal
life. This was identified as a feeling of anx-
iousness when near to patients who are
angry or show any psychotic symptoms,
hence the need to show concern for safety.

“They make me anxious, and that
worsens my inability to interact, due to
the expectation of a sudden anger for no
apparent reason. Meanwhile, I have no
idea of how to deal with the situation,
and I do not want something bad to hap-
pen....” (Participant 8)

“Ijust had to think about my own safe-
ty. I need the help of someone during an
interaction with them, as it is impossible
for me to do it alone...I mean it.... Their
presence affects our lives and the society,
as we sometimes feel a bit worried....”
(Participant 10)

Increasing Alertness over Fear

Feeling frightened was also accompa-
nied by an increase in alertness in the

presence of PWS. They have to be pre-
pared when PWS ask for help in various
activities, even though they feel anxious
or afraid. Additionally, they need to de-
velop self-esteem and self-confidence to
overcome the fear. Therefore, it needs a
proper strategy to overcome the fear and
to communicate effectively with PWS.

“Sometimes he asked us to help fix
something in his house, because he
couldn’t do it alone. Yes...I helped
him.... But I also try to overcome my
fears...though I can communicate with
him...in a better way than other people
can....” (Participant 1)

“Our mental health professionals
taught us how to interact with them,
and to also not force a communication if
they were not ready. Therefore, it is nec-
essary to provide a safe space when they
are interested in having a conversation.
This is important as we need to under-
stand the way they speak, the topic, and
how to promote the feeling of comfort
during a conversation....” (Participant 9)

Theme 2: Feeling Indecisive
with the Situations

Feeling the Inability to Respond

Members of the society identified arange
of emotions regarding the experience of
adapting to PWS. There was a feeling of
deficiency in the level of competence to
help, despite the actual desire to render
assistance. This occurs because of the
fear associated with PWS and a percep-
tion that it is not their personal responsi-
bility to help them.

“As neighbors, it is important to ren-
der assistance, but I do believe I lack the
ability to do so....” (Participant 6)

“Despite the desire to help, I think it
was not our duty but that of other mem-
bers of the society and mental health
professionals to provide psychological
support, and that should be funded by
the government....” (Participant 2)

Feeling Powerless

Living next to PWS caused the participants
to feel helpless, as they lacked the ability to
respond appropriately and also felt incapa-
ble of communicating effectively.
“Sometimes, I feel helpless, being un-
able to interact when they ask for food,
but in a moment, they change the topic
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TABLE 2.

Themes, Sub-themes, and Categories

Themes Sub-themes

Categories

Turning fear into alertness

Feeling frightened

Participants have generally experienced emotions, such as:

Feeling shocked

Being afraid of PWS
Terrified of having attacks
Scared to interact with them

Worried something bad will happen

Participants described that the presence of PWS in the community will affect
the whole life of society, identified as:

Feeling anxious if they are angry or showing any psychotic symptoms.
Having concerns about own safety.

Increasing alertness over fear

Feeling frightened was also accompanied by increasing their alertness in the
presence of PWS, such as:

To be prepared if they ask for help in daily activities
To be ready for any strategies if PWS are trying to attack or make any
trouble.

Feeling indecisive with the
situations

Feeling the inability to respond

Society members identified a range of emotions with regard to the experience
of adapting to PWS. They felt things like:

Having no competence to help
Having the desire to help but scared
It is not their responsibility to help

Feeling powerless

Living next to PWS makes them feel:

Helpless; they did not know how to respond to them appropriately.
Incapable to communicate effectively.

Needing other people’s help e Need support from health centers to manage the treatment.
e Professional therapies have better ability to manage.
Keeping up traditional Trusting traditional healers e Relying on traditional treatment
beliefs and practices e A strong belief that traditional healers can “cure” disease
Prioritizing cultural factors e Preferlocal practices
e Belief in spiritual leaders
Combination with medical practices e Implementing both medical practices and traditional remedies.
Being indifferent towards | Disengaging from difficult conversa- e Taking time to think about behaving properly.
them tions e Standing back and avoiding arguments
Turning conflicts into humor e Using humor to overcome problems
e Interacting playfully with them.
Keeping a comfortable distance e Maintaining emotional distance

Setting healthy boundaries with PWS

PWS: people with schizophrenia.

to education, and I do not know how to
respond.... It is a really difficult experi-
ence....” (Participant 6)

“Yes, I know it is difficult to talk to
them, and we lack the ability to commu-
nicate effectively....” (Participant 7)

Needing Other People’s Help

Participants expressed the need for sup-
port from societies to help PWS, as pro-
fessional therapies deliver treatment
with better effectiveness.

“We need to render support, as they
need our help to survive, and also the ap-
propriate treatment from mental health
professionals....” (Participant 4)

Theme 3: Keeping Up
Traditional Beliefs and

Practices

Trusting Traditional Healers

Participants lived in rural areas and
relied mainly on traditional treatment
for the management of mental health
issues, following local attitudes and

beliefs.

“We live in a rural area...hence the
belief in the ability of local traditional
treatment to help these people....” (Par-

ticipant 3)

Prioritizing Cultural Factors

Participants explained that local healing
practices were the first attempt to “cure”
PWS and the need to believe in the sug-
gestions of spiritual leaders.

“Initially, my neighbor was taken to
traditional healers, and the symptoms
improved, not screaming at night, and
we felt glad...hence...we believe the spir-
itual leaders’ advices....” (Participant 7)

Combining with Medical Treatments

Managing PWS living in a rural area is
not very easy. The participants described
the need to implement both medical and
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traditional remedies in order to manage
the psychotic symptoms.

“In this rural society, it is acknowl-
edged that traditional healers can help
in most problems.... But we also visit
the community integrated health center
to get medications....” (Participant 3)

Theme 4: Being Indifferent
Towards the Patients

Disengaging from Difficult
Conversations

Participants stated that sometimes they
need to take a break so that they can plan
their responses to the patient appropri-
ately and that, in other situations, it is
necessary to stand back and avoid argu-
ments.

“I remember a day when stepping
back was the best response for me to
his demonstration of anger...and...
in another five minutes, we interacted
again, and he was fine...yes...we need
to create the time to communicate ap-
propriately, in order to gain trust....”
(Participant 10)

Turning Conflicts into Humor

0Old philosophers report the use of hu-
mor as one of the most powerful med-
icines to support physical and mental
health. PWS easily become upset or an-
gry, and this causes muscle tension and
emotional outburst. The participants
agreed on the ability of humor to help
overcome interaction problems.

“One day, I used jokes to release the
tension, and he laughed...so we feel...
maybe this is a good strategy to foster
interactions....” (Participant 9)

Keeping a Comfortable Distance

Maintaining an emotional distance
with PWS was described as an effective
way to sustain relationships, as people
need to set healthy boundaries with
PWS.

“There is a need to enhance the feeling
of being safe in our presence. Hence, we
should learn and try to cope effectively
and help them go through the illness....
It is really difficult. However, certain
boundaries and safe distance ought to
be maintained, and it is also important
to enhance the feeling of comfort....”
(Participant 1)

Discussion

The findings from this study showed the
inability of society to avoid any form of
consequences associated with living near
PWS, as they have been living together
for years, thereby significantly impact-
ing the lives of the entire neighborhood.
Furthermore, it is not possible to avoid
the consequences as PWS need the help
and support of others. The participants
believed that it is better to prepare ad-
aptation strategies and to consider effec-
tive means to control or react towards
the challenges that would be faced in
everyday life. Despite the initial nega-
tive responses to the presence of PWS,
participants make efforts to adapt to the
situations, which were supported by lo-
cal leaders, health cadres, mental health
professionals, as well as the local govern-
ment. Specifically, the health cadres were
observed to have better abilities to deal
with PWS, compared to other members
of the society.

Managing the PWS in the commu-
nity is the key to living a balanced life,
both mentally and physically. In this
community, people feel safe, loved, and
protected by local resources. People in-
teract with each other to support PWS,
assist them in maintaining and gaining
independence in daily activities. How-
ever, the connection of all these aspects
requires the support of society, local
government, and policymakers.#'s The
participants reported that it takes time
to gain the confidence to adapt to the
consequences of living next to PWS. Im-
proving the understanding of the behav-
ior of PWS was one of the ways to over-
come the fear towards them.:*

PWS are affected by a lack of interest
in activities, a feeling of disconnection
from the reality, difficulty concentrating,
avoiding people, hallucinations, delu-
sions, and also disorganized thoughts
and speech. This leads to a complete
change in the nature of their relation-
ships, and PWS are also challenged by
the stigma and discrimination attributed
to severe mental illness. In addition, the
study participants viewed PWS as dan-
gerous people to be feared. This perceived
stigma is common amongst individuals
in less dominant groups with low educa-
tional achievements and less income.”

Studies have shown that strong social
stigma and discrimination toward PWS
cause internalized shame related to the
possession of severe mental illness. In
addition, a majority of the population
tends to harness negative attitudes and
beliefs towards PWS, including a percep-
tion that they are dangerous and should
be avoided.®* A previous study report-
ed that 5.1% of society members avoid
mentally ill individuals, while 2.1% treat
them in an unfair manner. Establishing
a positive attitude after the delivery of
an anti-stigma program has been asso-
ciated with lower odds of avoidance be-
havior (OR = 0.95, 95% CI = 0.91-0.99,
P < .05).° Also, a lack of understanding
is common in individuals with poor ed-
ucational backgrounds, those who are
unable to seek mental health informa-
tion, and those with no family history of
severe mental illness.”

Despite the feeling of hopelessness
and the absence of competence to help
PWS, the community must deliver cer-
tain support programs, including activ-
ity-based therapies and other health ser-
vices, for promoting recovery.>>>+ A study
suggested the need for mental health
workers to acknowledge attitudes, val-
ues, and beliefs in order to enhance com-
petence and render assistance.>

Even though the participants felt in-
decisive, they were still trying to man-
age the problems, and it made them feel
alert to the presence of PWS. Also, mem-
bers of the rural society depend largely
on spiritual leaders for advice and guid-
ance, due to their ability to instill hope,
encourage personal and societal devel-
opment, and improve general wellbeing.
Spiritual leaders have a strong ability to
motivate oneself and others to enhance
productivity and promote positive be-
havior.>?¢ These are key personalities
with regular contact with everyone in
the community. Therefore, the partici-
pants rely greatly on the spiritual lead-
ers for ideas useful in decision-making.

Inhabitants of the rural area associated
the treatment of mental illness with the
nature of theillness itself as well as with
other traumatic events.® In addition,
a combination of traditional healing
practices and modern medicines is con-
sidered effective in managing psychotic
symptoms. These include the mixing of
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complementary and alternative thera-
pies with medical treatment. Converse-
ly, mindfulness, acupuncture, yoga, light
therapy, and herbal medicines have also
been adopted in the maintenance and
improvement of mental health, while
occupational therapy is used to facilitate
better social interactions.>2

Use of humor is one way to reduce ten-
sion during interactions with PWS. This
valuable strategy is frequently adopted
to promote coping with stressful life
events, and also to enhance interperson-
al relationships, grow communication
skills, manage conflicts, and improve
coping strategies. Furthermore, there
is also a possibility of adopting humor
in maintaining social relationships and
building social bonds between PWS and
other society members.33t

Participants agreed thata huge amount
of time is required to build relationships
with PWS. Avoiding arguments with
PWS was quite common in the culture,
and it made PWS feel comfortable during
interactions. In addition, a disposition
of indifference was recognized as a com-
mon way to deal with difficult situations,
despite the fact that they still helping
PWS with daily activities.>*

Studying the techniques the society
uses to adapt with PWS would reveal
possible ways to overcome social barriers
in community treatment. Furthermore,
it is possible to achieve better results
from mental health programs by work-
ing together with the society to create a
supportive environment and reduce the
stigma.® Also, an adaptive society is char-
acterized by five essential components,
including community safety, social bond-
ing, justice, identities and functions, as
well as purpose in life.># There is a like-
lihood of improving these outcomes by
collaborations with health care institu-
tions, stakeholders, and policymakers.

Limitations of the Study

The results of the study were very posi-
tive. However, due to the limited scope
of observation in a local area, there is a
possibility that these findings are not
translatable to other societies with a
higher level of social capital to support
PWS. However, the results can possibly
be helpful for PWS worldwide. Addition-
ally, the maximum length of interaction

that the participants had with PWS in
this study was only three hours/week,
so this might be a very short period of in-
teraction compared to living with PWS.
Further study is recommended to inter-
view families living with PWS to under-
stand their experiences, views, thoughts,
and feelings, to help us understand how
to deal with PWS appropriately.

The members of the society possess-
ing negative experiences and engaging
in less frequent interactions with PWS
perhaps experience a range of emotions,
including anger, frustration, and secu-
rity-related issues. Meanwhile, individ-
uals with positive experiences tend to
have had longer interactions and have
also been more willing to communicate
personal experiences.

Conclusions

Societal adaptation to PWS focuses on
understanding the means to deal with
the uncertainty and complexity, along-
side creating environments that support
mental health and wellbeing. There-
fore, communities are recommended
to improve the strategies adopted in
addressing care for PWS, which ought
to be supported by integrated mental
health system, stakeholders, and the
entire healthcare system. This study
examined the adaptive experiences of
societies within a limited geographical
area, hence the suggestion that future
research include samples from families
living with PWS in this area to gain the
most relevant insights. Accordingly, fu-
ture studies can address the same topic
in different settings, location, and/or cul-
ture of a wider region or be expanded to
a multi-state analysis.
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