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ABSTRACT

Background: Each individual with
schizophrenia experiences life uniquely,
despite the sameness in their diagnosis.
Understanding their experiences is vital
for their better community integration and
social work practice.

Method: We used the interpretative
phenomenological approach. Persons with
schizophrenia seeking outpatient services
at a tertiary care institute in Bengaluru,
India, were recruited through purposive
sampling. In-depth interviews were
conducted with six participants.

Results: Some of the meta-themes and
subthemes identified were as follows:

(a) perception about self (struggling with
the sense of self, desire for normalcy,
wanting to be in control of self and desire
to live independently), (b) relationship
with others (feeling supported by others
and feeling rejected by others), (c) coping
with consequences of illness (coping
with disruptions in personal life and
coping with disruptions in family life),
and (d) experience of seeking treatment
(reasons for seeking treatment, being on

medication, and behavior of mental health
professionals). The participants tried to
find meaning in their lives by making sense
of their illness. Family and community can
have a significant impact on how persons
with schizophrenia perceive their lives.

Conclusion: Mental health professionals
need to encourage persons’ and their
families’ greater participation in treatment
planning and clinical interventions, which
will enhance persons integration within
the community and will help decrease the
feeling of isolation commonly experienced
when one lives with chronic mental
illnesses.

Keywords: Community integration, lived
experience, schizophrenia

Key Message: The study highlights how
community involvement can create
opportunities or barriers to participate
in mainstream society, which can have
an impact on an individual’s sense

of self, coping with illness, social
support, treatment-seeking behavior,
and relationship with mental health
professionals.

chizophrenia affects around 21 mil-

lion people worldwide, most living

in developing countries.! The se-
vere and chronic nature of schizophrenia
often leads to pervasive impairment in a
person’s psycho-socio-occupational func-
tionality. These impairments naturally
impact subjective well-being, family at-
mosphere, social network, and meaning-
ful integration into local and extended
communities.> Also, structural barriers
such as poverty, unemployment, and
homelessness make persons with schizo-
phrenia (PwS) vulnerable to situational
stress. There would also be sociocultural
barriers such as negative stereotypes and
prejudices in a society that label PwS and
isolate them. The isolation can further
deteriorate their health status and qual-
ity of life. All these would be associated
with negative illness experiences.

The illness experience of persons with
mental illness is widely researched.
Borg and Davidson* assessed the subjec-
tive experience of persons with mental
illness, including schizophrenia, its
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consequences on their day-to-day lives,
and how they derive a sense of meaning
from those experiences. The study par-
ticipants associated “being normal” with
being able to spend time with normal
people in the community, being posi-
tive, and keeping busy by engaging in
pleasurable recreational activities, all of
which helped them develop a sense of
belonging in the community.

The PwS perspective on “experiencing
community” is influenced by a sense of
belongingness and connectedness to the
community, which also depends on the
extent of help and support they receive,
further allowing them to identify with
others.> Their community activities and
the use of community resources influ-
ence their subjective experience of living
in the community.>s

Most of these studies are conducted
in developed countries. In developing
countries like India, there are differences
in the course and outcome of mental
illnesses, which could be because of
various factors such as social and gen-
der-based inequalities and a flawed
community-based service delivery model
that has not been able to provide low
cost, effective mental health services in
rural and remote areas.® The exploration
of sociocultural factors plays a vital role
asillnesses like schizophrenia impact dif-
ferent domains of a person’s life.” These
cultural differences necessitate studying
the experiences of PwS in the Indian
context. Therefore, the current study
explored how PwS identify with their
illness, what sense they make of their
experience, and how do they describe
their unique experiences regarding their
capacity, talents, and opportunities,
which affect their recovery. The study
also focuses on assessing how commu-
nity involvement creates opportunities
or barriers for PwS to participate in main-
stream society.

Methods

The present study used an interpreta-
tive phenomenological approach (IPA).
The participants were PwS availing out-
patient services at a tertiary health care
center in Bengaluru, South India. PwS
were included if they were 18 years or
above, had a minimum illness duration
of one year, had been hospitalized more
than twice (to consider the illness to be

severe and chronic), had been staying in
the community for the past six months
or more, and had been maintaining well
based on the Clinical Global Impression
Scale® scoring (<4), which indicated the
severity of the illness.

The data collection was carried out
between August and September 2019.

Tools for Data Collection

The participants’ background informa-
tion was collected using the research
team’s  semistructured  sociodemo-
graphic and clinical profile tool. An
in-depth interview guide was devel-
oped, based on the literature review and
experts’ opinions, to explore the lived
experience of PwS. The interview guide
was face and content validated by six
experienced mental health profession-
als (MHPs) and pilot tested on two PwS.
Further modifications were made by
simplifying the questions and adding a
few more prompts. This final version of
the interview guide was used for data
collection. The interview guide consists
of open-ended questions related to the
four domains discussed in Table S1.

Interview Process

All participants were assured confi-
dentiality and interviewed in complete
privacy in the counseling rooms of the
hospital. The interview was conducted in
a single session ranging from 45 min to
60 min. Six participants were recruited.
After the fourth interview, no new codes
or themes emerged. But the researcher
continued data collection for two more
interviews to ensure and confirm that
no new themes or codes are emerging.
Therefore, at the sixth interview, it was
considered that the data collection had
reached a saturation point. This sample
size fits with Smith and Shinebourne?
recommendation for three to six par-
ticipants for research using IPA, as the
emphasis put is mainly on getting a
detailed account of an individual’s expe-
rience of the phenomenon being studied.

Data Processing

The interviews were audio-recorded
as first-person narratives (in Hindi
language). The audio recordings were
transcribed and translated by the lead
researcher (AR), who was fluent in both
Hindi and English. The lead researcher

also checked the accuracy of the tran-
scriptions by matching them with the
audio recordings. Three levels of explor-
atory notes were maintained, which
helped the researchers become more
inductive in approach. The first level was
maintaining descriptive notes, which
focused on noting how the participants
described their experiences through
words, phrases, or other descriptive
statements. The second was the linguis-
tic level, which focused on commenting
on the ways participants used language
to describe their experiences by using
laughter, pauses, or repetition. The third
was the conceptual level, where the
researcher focused on a broader under-
standing of the participants’ experiences,
which helped the researcher move away
from participants’ explicit descriptions of
the phenomenon.* The lead researcher
also maintained a reflective journal that
she started keeping at the beginning
of the study. She documented in it the
research process, including design, data
collection, analysis, and interpretation.
The exploratory notes and the reflective
journal were written in English and ana-
lyzed along with the transcriptions.

Data Analysis

The lead researcher maintained the
ideographic nature of data analysis by
analyzing the first interview transcript
in great detail before moving on to the
other transcripts." Analysis was carried
out by following the principles of Her-
meneutic Circle, which takes an iterative
approach to data analysis by returning
to the interview transcripts as a whole
to ensure that the participants’ words,
phrases, and individual statements or
ideas are considered within the context
of the transcripts in its entirety.”
All the transcripts were read multiple
times, a codebook was developed where
the coding of the domains was done,
three levels of exploratory noting were
maintained, and then themes were con-
structed. To ensure the quality of coding,
a double-blind procedure was adopted
where two members from the research
team (AR and SP) independently gen-
erated the codes and themes and then
verified the consistency of the codes
with the transcripts. The disagreements
between the two about the codes were
resolved with discussion to reach a
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consensus. Later, the final codes were
imported into a Microsoft Excel spread-
sheet for mapping and connecting the
themes.

Ethical Considerations

The Human Ethics Committee of
the institute had approved the study.
The participants were briefed about
the study, and written informed consent
was obtained from all the participants.
To protect the identity of participants, a
code number was assigned to the inter-
view transcripts, and the study results
were reported without any identifying
information.

Results

Eight participants were screened for eli-
gibility, of which six (male = 2, female =
4) met the inclusion criteria. The socio-
demographic and clinical details of the
participants are described in Table 1.
Each of the six participants genuinely
expressed a desire to share their story
as they wanted others to understand
what it is like to live with schizophrenia.
At the same time, talking about their
life allowed them to look at their own
journey in terms of how far they have
come in terms of their illness and recov-
ery process. Throughout the interview,
the participants shared their feelings
about living with chronic mental illness
like schizophrenia, but they also felt
proud about their achievements, small
or great, despite the challenges they have

TABLE1.

experienced. As the participants nav-
igated through their experience, they
weaved their stories around four major
themes: (a) perception about self, (b)
relationship with others, (c) coping with
consequences of the illness, and (d) expe-
rience of seeking treatment. Within each
theme, many subthemes emerged, which
are presented as a coding tree in Figure 1.

Perception About Self

The experience of mental illness affected
how the participants understood and
perceived “self” They felt that as the
illness became chronic, it was taking
hold of their lives, making them feel
embarrassed, insecure, and defeated.
The experience of seeking treatment
and being on medication led to further
redefining of the “self” This process of
trying to understand and redefine “self”
continued as they learned to live with
the illness. Four subthemes emerged
which showed how living with chronic
schizophrenia impacted participants’
perception about self included: (a) strug-
gling with sense of self, (b) desire for
normalcy, (c) wanting to be in control of
self, and (d) desire to live independently.

Struggling with Sense
of Self

Even though years have passed since they
first learned that they had schizophre-
nia, three of the participants shared that
they continue to struggle with questions

Demographic Characteristics of the Participants.

about their identity, which often resulted
in self-doubt, yearning for old self,
and struggling to make sense of a self-
outside of their mental illness. One of the
participants shared how she keeps ques-
tioning, who she was before the onset of
theillness, who she has become now, and
who she has to be so that the society can
readily accept her. She opined, “Now and
then, I keep thinking what my life was
before. T used to wear my confidence on
my sleeves. My friends used to say,

Oh, look at her... How confidently she
talks.... I was the pride of the family.
But now it’s hard. Sometimes I get
these feelings: Am I the same person?
Am I capable of making any decisions
in life now? But I have to get back my
confidence..., learn to do things that
will help me fit in the society. (Ps,
28-year-old female)

A Desire for Normalcy

Being diagnosed with schizophrenia
made the participants feel different from
others. Four participants expressed their
desire to feel or appear normal by reas-
suring themselves that they can live their
everyday lives with the help of the med-
ication. Two of them reported that they
prefer not to tell others about theirillness,
to avoid being judged or stereotyped,
which led to their isolation and margin-
alization. One participant stated, “I want
them to know me for the good things
I have... I prefer to be seen as friendly,

Age Diagnosis No. qf Hos-
Patient in Marital Type of As per pital No. of
No. Gender |Years |Status Education | Occupation | Domicile | Religion | Family ICD-10 DOl | Admission | Relapse
1 Female 25 Single Primary Unemployed | Urban Hindu Nuclear F20.0 10 2 1
years
2 Male 30 Single Graduation | Graphic Urban Hindu Nuclear F20.0 12 2 1
Designer years
3 Female 27 Single Higher Receptionist | Urban Christian | Nuclear F20.0 1 2 1
Secondary years
4 Male 35 Single Primary Unemployed | Rural Muslim | Joint F20.2 20 3 2
years
5 Female 28 Married | Primary Homemaker | Urban Hindu Joint F20.3 13 2 1
years
6 Female 33 Married  |llliterate Homemaker | Rural Muslim Nuclear F20.0 18 3 2
years

DOI, duration of illness.
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FIGURE 1.

Mapping of Main Themes and Subthemes.

Perception
About Self

Yearning for old self

Relationship
with Others

Lived Experience

Coping with
Consequences
of Illness

Experience of
Seeking
Treatment

good-hearted, and intelligent. I want to
prove to others that having schizophre-
nia does not mean being a nuisance to
others” (P4, 35-year-old male).

Two of the participants shared how
they remained careful of their behavior
when in public, appearing as normal as
possible, and tried not to draw undue
and unwanted attention to themselves.
One participant report,

When I go to the mall with my friends,
I try smiling and appearing friendly. I
wear clothes that are lively and color-
ful... If T have to attend a party, I spend
a lot of time thinking what I should
wear and how I should talk... Some-
times I even practice it in front of the
mirror, which helps me feel better and
calmer. (P3, 27-year-old female).

Wanting to Feel in Control
of Self

As participants’ illness progressed with
time, it influenced their thinking, per-
ceptions, emotions, and behavior and left

Struggling
with Sense Self-doubt |
of Self
| Wanted to feel or appear normal l
| Desire for
"| Normalcy \| Wanted to maintain secrecy about illness |
Wanting to Struggles Self-reassurance
be in Control
of Self Wanted to feel more confident |
Desire to Live Wanted to become more self-reliant |
Independently
/l Feeling being cared |
Feeling being
Supported \I Feeling being accepted l
Feeling being isolated |
Feelir'lg being Feeling being alone I
Rejected

Feeling sense of

Disruption in .
P — disconnect

Spirituality as coping

Self-coping statements

Personal life

Symptomizing their

Disruption in . R
p emotions and behaviour

Family Life

Reaching out to seek
support

Minimising or
generalising

Reasons for Seeking Treatment |—| Feeling of powerlessness H Restoring some level of functionality

Being on Medication

|_| Struggling with side-effects | I Worry about long-term consequences

Behaviour of Mental Health Professionals I»

Feeling of being
supported and care

Feeling of not given
due importance

them feeling not in control of their sense
of self. Five participants reported that
they were struggling to have control over
their lives and described how they con-
fronted themselves with the thought of
not being in control of themselves. They
often provided reassurance to themselves
that their illness was not that severe and
controllable, and they also focused on
their internal strength to become self-reli-
ant. One participant stated, “It’s all within
us....The moment we accept our illness, it
becomes easy for us...focus on what you
have, not on what is already gone...” (P1,
25-year-old female).

Desire to Live
Independently

Living with chronic schizophrenia
impacted participants’ ability to live
independently. Participants desired
a sense of independence in their day-
to-day life, to feel more confident, to
develop a sense of trust in their abilities,
and to become more self-reliant. One par-
ticipant reported, “I really don’t like my

husband calling and checking on me all
the time...I want him to understand that
I can do things on my own without him
instructing me to do things. I want to
live how everybody lives at my age” (Ps,
28-year-old-female).

Relationship with Others

Chronic schizophrenia impacted how
participants experience themselves in
relation with others. The participants
shared their experiences regarding their
relationship with family and friends as
they continued to live with their illness.
Two subthemes emerged that described
the participants’ struggles and success in
maintaining a relationship with others:
(a) feeling supported by others and (b)
feeling rejected by others.

Feeling Supported by
Others

Participants felt cared for by the family
members whenever there was an exacerba-
tion of psychiatric symptoms. This sense of
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being cared for was expressed by the par-
ticipants when they shared their feeling of
appreciation and gratitude for the support
system they had, even though they were
still in the process of struggling to under-
stand the fluctuations in their psychiatric
symptoms. One participant noted, “I could
see how much my elder sister suffered
seeing me like this... My sister reads a lot,
so she would often Google and try to find
out what could be done to make me feel
better” (P2, 30-year-old male).

Another participant explained how
her mother would support her whenever
she heard voices,

I talk to my mom whenever I cannot
bear those sounds, and she gives me
counseling. She tells me that it is ok...
itis just a sound...It is not going to do
anything to me. I have to stop paying
attention to it. She would also ask me
to distract my mind by listening to
music. (P3, 27-year-old female)

Feeling Rejected by Others

Two of the participants shared their
experience of struggling to make sense
of what was happening to them as their
illness progressed. One participant stated,

I wanted my mom and dad to under-
stand it is not easy for me either...I do
not do it intentionally. The moment I
hear those voices talking about how I
am having sex with every man on the
street... Itis very difficult not to react...
There are days when I can ignore those
voices, but at times I scream and yell
at them (voices). I can see how embar-
rassed my parents feel because of my
behavior. (P1, 25-year-old female)

Coping with Consequences
of the lllness

As the participants’ illnesses progressed
and became chronic, there were many
fluctuations in their symptoms, making
it quite challenging to manage their
day-to-day lives. Two subthemes that
reflected their struggles and challenges
were (a) coping with disruptions in per-
sonal life and (b) coping with disruptions
in family life.

Coping with Disruptions in

Personal Life

Participants shared their experience of
being less confident, worrying about

378

the future, being not able to remember
things, fear of being judged in a social
situation, and as a result socially isolat-
ing themselves. One participant said, “I
am an introvert but never had a problem
if somebody started talking to me. Now
I feel blank... or forget what they were
saying...I also feel what if I say some-
thing wrong...” (P4, 35-year-old male).

Another participant described her pain
of not being able to connect to her chil-
dren, “I can see my daughters are closer
to my mother than me. They tell her
everything. I am not able to listen and
respond to my daughters the way my
mother does” (Ps, 28-year-old female).

Participants used several coping
mechanisms to deal with frustrations
and mood fluctuations resulting from
disruptions in their personal lives. One
participant explained how being spiri-
tual made her feel more optimistic, “My
ways of looking at things are different
because I believe in God. I do not know
how to say...The Almighty sees every-
thing. He knows I am struggling, and He
is there for me...” (P6, 33-year-old female).

Another participant tried to reassure
himself by using self-coping statements
as it made him feel better and stronger.
Others tried to cope by keeping them-
selves busy, structuring their day by some
other activity or having some routine, and
trying to be consistent with that.

Coping with Disruptions in Family Life

Two female participants shared their
experience of being physically and sex-
ually abused by their spouses. Their
experience was so traumatic that they
could not find appropriate words to
describe it. One participant reported,

My husband does not come home often.
Sometimes he will come at night, and
if T am sleeping, he wakes me up and
insists on having umm...you under-
stand, I assume. If I deny, he beats me
and says that I am mad, which is why
I cannot satisfy him.... It is so painful,
especially on days when I am having my
periods. (Ps, 28-year-old female)

Whenever participants expressed their
feelings and views, family members
symptomized their behavior, making
participants feel quite frustrated and
powerless. One participant stated, “If you
cry, you are considered depressed. If you
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arelaughing and happily talking to others
without becoming angry or irritated, then
you are manic” (P2, 30-year-old male).

Two participants described their feel-
ings of being voiceless as their families
often dismissed their opinion and view-
point. One participant stated, “At home,
I do not talk much...Whatever I say is
not given much importance because no
matter how reasonable I might sound,
the label of being schizophrenic makes
me unreliable as if there is no other
part of me that is sensible or good” (P4,
35-year-old male).

These negative experiences made par-
ticipants feel helpless, worthless,and even
angry. They were physically and emotion-
ally exhausted trying to cope with it. One
participant minimized and generalized
the experience of sexual abuse: “I just
saw it normal thing in marriage. Many
times, when you are not interested, your
husband will force you to sleep with him”
(Ps, 28-year-old female).

Other participants tried to seek support
by ventilating to friends and family
members. When the participants felt they
would no longer stand the situation, they
sought help by approaching MHPs.

Experience of Seeking
Treatment

Participants had positive and negative
experiences of seeking treatment, and
changes they observed within themselves
over time, and hopes and fears related
to treatment. Three subthemes emerged
that reflected their experience: (a) reasons
for seeking treatment, (b) being on medi-
cation, and (c) behavior of MHPs.

Reasons for Seeking
Treatment

The participants had various reasons to
seek treatment, the most prominent being
fear and confusion about fluctuations
in their symptoms, restoring some level
of functionality that will help them lead
a productive life, and feeling powerless
because of not having control over their
symptoms. One participant described her
experience of seeking treatment:

Iwas having areally bad time of my life
as my relationship with my husband,
children, and parents was getting so
much affected because of my mood
fluctuations. I was hearing multiple
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voices that asked me to die. I got so
much lost in those thoughts that I
stopped eating or sleeping...Even if
my children were standing in front of
me, I could not see them. That was the
time I realized I really needed some
help. (P6, 33-year-old female)

Being on Medication

Participants acknowledged how medicines
have helped them control their symptoms,
but they also struggled and had difficulties
with medication. Some difficulties they
experienced were side effects of medicines,
worry about long-term consequences of
taking medicines, and concerns about the
future. One participant described her expe-
rience of taking medicine,

I feel sleepy all the time and have
gained so much of weight. I can see
how restless I have become as I cannot
sitin one place for along time.Ialso do
not go out much because when I speak,
people are not able to understand as
my speech has become very slow. (P1,
25-year-old female)

Another participant expressed his worry
about medicines having harmful effects
on his internal organs. In contrast,
another participant wanted to stop medi-
cines once his symptoms were controlled,
but he was concerned about getting his
symptoms back, which may create diffi-
culty in achieving his personal goal of
clearing civil service examination.

All the participants had accepted
taking medicines as a part of their life,
but they felt defeated as whenever they
stopped medicines, they relapsed, which
made them realize that they had to take
medicine for a long time, maybe forever.

The Behavior of MHPs

Participants had mixed feelings about
their relationship with MHPs. One par-
ticipant shared her experience of being
supported by a MHP during the ups and
downs in her treatment. She stated,

I had always trusted my doctor and
sought her advice and guidance when
I had to take important decisions in
life...Whether it is about my marriage,
work, or moving out of my parents’
home...Many times, I would not turn
up for follow-up or come when I had
a relapse, but my doctor would never

give up on me and was always support-
ive. (P3, 27-year-old female)

Another participant shared her feelings
of the MHP not giving her much time
or importance, which made her feel dis-
appointed, hurt, and mistrusted. She
reported,

Whenever 1 come for consultation, I
prefer to come alone; otherwise, the
doctor will talk to my family and pre-
scribe medicine without even looking at
me or asking me what I have to say...I
am often not comfortable talking about
things in front of my family as I have to
go back and live in the same house. Also,
I do not know if the doctor will believe
me or what my family is saying.... (P1,
25-year-old female)

Discussion

We examined the lived experiences of
individuals with chronic schizophre-
nia living in a community in India. The
participants had a lot of concerns or
reactions about specific aspects of living
with chronic schizophrenia, such as
the experience of onset of illness, being
diagnosed with schizophrenia, being
on medication, receiving treatment, and
living their day-to-day lives with the
illness. Overall, there were four critical
themes, which are discussed further:

Perception About Self

When the participants’ symptoms began
to develop and evolve, it significantly
affected their conceptualization of self.
The symptoms affected their thoughts,
feelings, emotions, and behavior, leaving
them confused, lost, and difficult to
define who they were and what they were
becoming now. It resulted in existential
concerns about true self versus false self,
linked to Laing’s theory of self, where
true self represents participants’ feelings
and desires, while the false self represents
their side that has changed because of
illness.”? Participants tried to safeguard
their true selves by living their day-to-day
life as usual as possible to protect them-
selves from rejection. They hid aspects of
self that the illness had changed. In order
to feel and appear normal, they tried to
rediscover their true self, which they con-
sidered hidden beneath their psychotic
symptoms. They often tried to prove
themselves that they had control over

their illness and that their true self was
not being affected by their illness.

The participants also wanted to live a
meaningful life focusing on those aspects
of their lives, skills, and talents that were
not affected by their illness. One study
had reported that the process of inte-
grating one’s identity in a chronic illness
is a complex and challenging task that
requires consistent efforts.s In addition
to that, Paterson * states that living with
chronic illness is a complex coexistence
between living a life and living an illness.
A person continuously shifts between the
two, trying to regain self or wellness and
live a meaningful life. Kelly and Gamble
considered how a family views a person’s
capacity to recover, brings hope for recov-
ery in persons with severe and chronic
mental illness, builds self-confidence, and
makes them self-reliant.'s

Relationship with Others

Our participants felt cared for by the
family members whenever there was an
exacerbation of psychiatric symptoms
because of noncompliance to medi-
cines or psychosocial stressors. Min
and Wong® reported that family plays
a vital role in the recovery of persons
from mental illness. During the recov-
ery process, a person requires support in
socialization and accessibility to mate-
rial and tangible resources to address
challenges in their day-to-day life and
effective management of their illness.

All participants struggled with their
desire to connect with others versus their
need to isolate themselves from others.
The participants’ longing to isolate
themselves primarily came from having
experienced rejection or abandonment
by significant others (e.g., relatives,
friends, or acquaintances) at different
times in their lives. With fluctuations
in their symptoms, many times, even
without experiencing outright rejec-
tion by others, participants developed
feelings of shame and embarrassment,
leading to social withdrawal and the
desire to isolate themselves.

Coping with Consequences
of the lliness

Because of the fluctuations in their psy-
chiatric symptoms and fears related to
the unpredictability of relapse, the partic-
ipants were worried about their future,
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which impacted their self-esteem and
led to the fear of being judged by others
in social situations. The social-cognitive
model of internalized stigma suggests
that internalized stigma may negatively
affect recovery-related outcomes such as
self-esteem, hope related to the future,
self-efficacy, perceived quality of life, and
sense of relatedness with others, which
subsequently impacts psychological
functioning and social support of the
individual.7#

Many participants also reported diffi-
culty remembering things, and that was,
at times, quite frustrating for them. Mul-
tiple studies have shown how working
memory deficits are quite common
in schizophrenia spectrum disorder,
supported by the hypothesis that the
prefrontal cortex is impaired in PwS.1°
The literature that focused on moth-
erhood among women with chronic
mental illness has reported that such
women have difficulty relating with the
child and feel less competent as a parent,
which was also reported by one of our
participants.>*> Qur participants used
several coping mechanisms to deal with
the frustrations caused by fluctuations in
their symptoms, which can be explained
through the cognitive-behavioral model,
which emphasizes how a person’s illness
and treatment cognitions affect their
emotional response to illness and usage
of coping strategies.>s There is a signif-
icant relationship between hope and
coping: if a severely mentally ill person
positively reappraises a stressful sit-
uation, it helps them cope well with
negative emotional experiences, adapt,
and look forward to have a better future.
Those who have hope mostly use a posi-
tive coping mechanism like engaging in
spiritual practices,* often use self-coping
statements,> and keep themselves busy
in routine everyday activities.?

The literature also suggests gender
differences in the choice of coping
used by men and women with mental
illness. Women mainly cope with dis-
crimination and abusive experiences by
normalizing the abuse and developing
a sense of helplessness and fear.” At
the same time, social connectedness is
valued more strongly by females than
males.®» Lynch®* examined the rela-
tionship between optimism, coping, and
quality of life in individuals with chronic
mental illness and found that the higher
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the level of optimism, the more active
is the coping style and the greater the
quality of life. Compared to men, women
with severe mental illness experience
a higher risk of victimization as esti-
mated by one of the systematic reviews:
the prevalence of sexual and physical
abuse among women was 15% to 22%
and among men was 4% to 10%.3* The
present study also confirms that women
with chronic mental illness are vulnera-
ble to physical and sexual abuse, which
was reported by one of the female par-
ticipants. Multiple studies have reported
that often women with mental illness
might experience intersection oppres-
sion and abuse because of stigma related
to mental illness, sexist attitude, poverty,
patriarchy, and substance abuse in their
partner.*+

Some of our participants reported inval-
idation, as the family attributed their
expression of feelings and emotions to
be part of their illness, and their opinion
and viewpoint were not considered nec-
essary, which is consistent with findings
of various studies.’: These studies stated
that persons with severe mental illness
commonly experiencing microaggression
in the form of invalidation are consid-
ered inferior compared to others and are
treated as second-class citizens because of
fluctuations in symptoms and chronicity
of illness. Family loses hope for recovery,
which results in these discriminatory and
rejecting experiences.

Experience of Seeking
Treatment

Our participants have been seeking treat-
ment to cope with their symptoms and
gain a sense of control over their lives.
Research on treatment engagement
in severe mental illness has reported
numerous factors that maintain a person
in treatment. They could be patient-re-
lated (e.g., education, income level,
and beliefs about treatment efficacy),
illness-related (e.g., duration of illness,
symptom severity, and comorbid condi-
tions), or treatment-related (e.g., type of
treatment, effectiveness of treatment,
patient-doctor relationship, and treat-
ment adverse effects).3»3®

Limitations and Strength

The present study focused on the partic-
ipants’ recollection of experiences with
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their illness throughout their lifetime,
which might have been impacted by diffi-
culties related to their illness, medications,
or present emotions coloring their past
experiences. The study has a relatively
small sample size, making it difficult to
generalize the findings. We took only
those PwS who were in contact with the
outpatient psychiatric department of a
single tertiary hospital. So, our findings
cannot be generalized to PwS who were
highly symptomatic, have dropped out
from treatment, never received treatment,
or received treatment from a private clinic
or hospital. Research indicates that such
individuals’ treatment outcomes and
experiences may differ.94° Another limita-
tion could be the predominance of female
participants. Evidence suggests that the
gendered experiences of schizophrenia
may differ because of differential social role
expectations, which are shaped by socio-
cultural norms, social support, changes in
family dynamics, and stigma experienced
after the onset of the illness.#+

Nevertheless, the present study’s
uniqueness was that all the participants
had an illness duration of more than 10
years, making their experience rich to
share.

Future Directions

Future researchers should focus on con-
ducting a longitudinal study that follows
individuals with chronic schizophrenia
over alonger period to determine whether
the events that occur in their life are static
or dynamic in shaping their experiences,
the critical moments and processes
involved, and the causes of the changes
and their consequences on their experi-
ences.® Observing their experiences over
time through time-varying predictors and
outcomes will help provide casual infer-
ences about their experiences.* Another
exciting area could be examining the
lived experiences of males and females
with chronic schizophrenia from rural
and urban settings and comparing their
experiences with individuals with other
severe and major mental disorders.

Conclusion

We tried to understand the complexities
of living with schizophrenia. The signifi-
cance and relevance of IPA as a qualitative
approach for research with this popula-
tion can be seen in the findings, which
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revealed PwS’s desire to be recognized
as individuals and live a meaningful
life with dignity and respect within the
community. These are essential aspects
of recovery and community-based reha-
bilitation. Phenomenological research
helps understand the perspectives of
vulnerable populations like persons
with severe and chronic mental illnesses
in-depth and plan person-centered and
right-based services (in terms of educa-
tional opportunities, vocational training,
employment, and social protective mea-
sures). It allows clinical researchers to
identify the priorities of the individuals
living in the community and the barriers
to participate in community activities.
The findings call for tailor-made recov-
ery-oriented services that need to be
designed at individual, family, and com-
munity levels to bring systemic change
in society. The present study also calls
for MHPs and other service providers
to adopt person-oriented approaches to
practice; develop interventions that focus
on positive identity formation and the
person’s capabilities, meaning, or purpose
in life; provide a potential for growth and
development; and promote recovery and
effective community reintegration.
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