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A Qualitative Study Exploring the Lived
Experience of Unemployment Among
People with Severe Mental llIness

Reema Samuel', Abirame S.,K. S. Jacob’

ABSTRACT

Background: Severe mental illnesses lead
to deterioration in the life skills of the
patient, resulting in socio-occupational
dysfunction and low rates of employment.
The purpose of this study was to explore
attitudes, knowledge, and barriers to
employment as experienced by patients
and their caregivers in India.

Method: Patients with schizophrenia or
bipolar affective disorder, aged between 18
and 6o and undergoing inpatient treatment
and their caregivers, were approached for
written informed consent and recruited

for focus group discussions. A total of
eight focus groups were conducted until
saturation of themes was seen to have
been achieved. The data were transcribed,
coded, synthesized, and organized into
major findings and implications for
practice.

Results: Role expectations based on gender
were seen to influence the decision to
work. The possible recurrence of illness

due to excess stress and unsupportive
working environments was cited as the
most common problem that could arise
related to employment. Stigma and faulty

attributions related to the illness were

the most cited barriers to employment.
Most participants felt that psychosocial
rehabilitation and family and community
support were essential for facilitating work.
Most participants did not consider mental
illness as a disability and were unaware of
government schemes for the mentally ill.

Conclusion: Considering gender-based

role expectations, avenues for self/family
employment and improving the awareness
of benefits for mental illness both among
consumers and health care professionals are
essential to enhance economic productivity
in people with severe mental illness.

Keywords: Employment, severe mental
illness, psychosocial rehabilitation, India

Key Message: Employment for those
with mental illness is valued as a way to
fulfill family and societal obligations, in
addition to having therapeutic benefits.
The provision of job reservations for
mental illness needs to be supplemented
by safeguarding against discrimination
owing to illness status at the workplace.
Improving awareness about government
schemes for the mentally ill is a crucial
need of the hour.

he National Mental Health Sur-

vey of India, 20152016, reported

that the lifetime prevalence of
mental morbidity was 13.7% and that
three out of four persons with a severe
mental disorder experienced significant
disability in work and social and family
life.* According to the Central Statistics
Organization report of 2010, 87.3% of
persons with mental illness (PMI) in In-
dia were out of the labor force.> Two re-
cent acts approved by the Government
of India strive to mitigate this scenario.
The Rights of Persons with Disabilities
Act of 2016, under Article 34 of Chapter
6, promises 4% reservation in Govern-
ment establishments for people with
benchmark disabilities, including men-
tal illness.> The Mental Healthcare Act of
2017, under Article 18 of Chapter 5, grants
hospital and community-based rehabil-
itation services as a right of PMIL.+ How-
ever, for a country like India, with the
treatment gap ranging from 70% to 92%,
implementation of these policies would
be a huge challenge.' A recent study cal-
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culated the annual loss incurred by the
government because of unemployment
at ¥ 343,200 crores.’

Regardless of the various government
initiatives, there continue to be major
barriers such as stigma and discrimina-
tion against PMI. Studies have recom-
mended that stigma needs to be under-
stood within specific cultural contexts,
as explanatory models of illness have
strong cultural variations.® Failure to un-
derstand the context-specific expression
of stigma will widen the gap between
community understanding and men-
tal health delivery systems, adversely
affecting the help-seeking behavior and
quality of care.” Due to stigma, PMI are
more likely to face negative attitudes at
the workplace, increased rates of unem-
ployment, and lack of access to services.®
Unemployment could also be causally
related to relapse and rehospitalization
in schizophrenia, thus increasing the
burden of care.? Recommendations from
studies to improve mental health service
delivery include actively engaging com-
munities in awareness programs, and
promoting research related to the bur-
den of mental illness.*

This study aims to understand the
complex, culture-specific interaction be-
tween stigma and unemployment, by ex-
ploring the attitudes, barriers, and facil-
itators for procuring work, as perceived
by PMI and their caregivers. The results
would aid in identifying the expecta-
tions related to employment, the effect
of negative attitudes on employability,
and how the awareness or lack thereof
of government provisions influence the
help-seeking behavior.

Materials and Methods
Ethics approval

This study was approved by the Institu-
tional Review and Ethics Board, Chris-
tian Medical College, Vellore.

Setting

The study was conducted in a tertiary
care center in South India that provides
both inpatient and outpatient services
for people with mental and behavioral
disorders. The multidisciplinary treat-
ment team consists of psychiatrists, psy-
chiatric nurses, occupational therapists,
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clinical psychologists, and psychiatric
social workers. The participants were
recruited from inpatients who attended
the Occupational Therapy Unit of the
Department of Psychiatry and their care-
givers.

Study Design

The study used a qualitative design based
on the interpretative phenomenologi-
cal approach (IPA) through focus group
discussions (FGDs) to study the unem-
ployment in patients with severe mental
illness (SMI). After two initial semistruc-
tured interviews with two patients and
their caregivers, it was observed that
the answers to the questions were to
the point and more information was not
forthcoming despite probing. This was
attributed to the fact that the patients
could have residual cognitive or nega-
tive symptoms, which, combined with
the sensitive nature of the discussions,
would have limited their verbal produc-
tivity. As the patients and caregivers were
already part of regular discussion and
support groups conducted in the setting
and were familiar with group therapy, it
was thought that using FGDs would be
more comfortable for the participants.
Care was taken to lower the number of
participants, which averaged at four per
group, so that adequate attention could
be provided to each experiential account.
The group of health care professionals
(HCPs) was a naturally occurring group
of multidisciplinary team belonging to
one unit of the Department of Psychiatry
and hence could provide a group expe-
riential perspective. Even though FGDs
are not preferred in IPA, owing to more
complex interactions, some authors have
suggested that the shared experiences
enrich the personal narratives.™In order
to account for the interactional dynam-
ics within the groups, the experiential as
well as the interactional elements of the
FGDs have been analyzed. The protocol
for using IPA with FGDs suggested by
Palmer et al. has been used during the
data analysis; the commonalities and
stand out differences within and between
groups are added in the results.”

Research Team

RS has a master’s degree in Occupational
therapy and more than 15years’ experi-
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ence in mental health, including in con-
ducting FGDs and in-depth interviews.
AS has a bachelor’s degree in Occupa-
tional therapy, with one and a half years’
experience in conducting group ther-
apy for those with mental illness. KSJ
is a professor of Psychiatry with more
than 3s5years of clinical, academic, and
research experience. All three authors
are also certified in qualitative research
methods. RS was the moderator and AS
the observer for each FGD. All the par-
ticipants had been familiar with RS and
AS at least for a week before being ap-
proached for consent.

Participant Recruitment

Patients with SMI, their caregivers, and
HCPs at the tertiary care center were
recruited face to face through purpo-
sive sampling. Out of the persons ap-
proached, two patients and one caregiver
refused consent as they were not comfort-
able sharing their experiences in a group;
hence, the final sample size was 40.

Patients

The inclusion criteria for patients were
those diagnosed with Schizophrenia or
Bipolar Affective Disorder of minimum
two-year duration, aged 18-60years, who
gave written informed consent, and who
were in remission for at least six months
according to the five-factor model of the
Positive and Negative Symptom Scale
(PANSS).: Patients with physical or psy-
chiatric comorbidities and those who did
not fulfill the criteria for remission were
excluded. A total of 17 patients across
four FGDs participated in the study.

Caregivers

Primary caregivers currently living with
their patients, aged 18-65years and gave
written informed consent, were includ-
ed in the study. Those with severe psy-
chiatric illness were excluded. A total of
14 caregivers participated across three
FGDs for the study.

Health care professionals

HCPs who were directly involved in the
care of those with SMI for at least two
years were recruited after getting writ-
ten informed consent. One FGD was con-
ducted with nine participants, including
psychiatrists, occupational therapist,
nurse, and social worker.
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FIGURE 1.
Initial Conceptual Framework

Factors to consider in
employment of people with
mental illness

Discussion Guide

The focus group discussion guide was
developed based on a literature review of
previous studies and two semistructured
interviews with two patients and their
caregivers, after obtaining informed con-
sent. The questions asked were regard-
ing their perceptions of the importance,
barriers, and stakeholders involved in
the employment of PMI. An initial con-
ceptual framework, given as Figure 1,
was developed after going through the
transcripts of the interviews. The key
themes were formed as questions, with

probes included:
e Doyou thinkitisimportant for PMI
to work?

e  What could be the benefits of work
for PMI?

e Do you think it is equally important
for men and women with mental ill-
ness to be employed?

e Could there be disadvantages of
work for PMI?

e  What could be some of the barriers
for PMI to find work?

e What difficulties do you think PMI
can have in performing work when
compared with others?

e What can be done to help PMI over-
come the difficulties they can have
in performing work?

Issues

Significance

Intervention

Disadvantages

Barriers

Competence

ijill

Stakeholders
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SEE——

Strategies

|

Awareness of
disability

|

Awareness of

government's
involvement

e  Who all do you think should be in-
volved in helping PMI find work?

e Do you know of any provisions
made by the government to help
people with disabilities find work?

e Do you think mental illness can be
classified as a “disability”?

Focus Group Discussion
Format

A total of eight FGDs with 40 partic-
ipants were conducted separately for
patients  with/without employment
and caregivers of patients with/without
employment. They were also separated
according to vernacular language, name-
ly, Tamil or Hindji, as the patients in the
setting mostly spoke these languages.
One FGD was conducted with HCPs,
including psychiatrists, occupational
therapist, social worker, and nurse. An
attempt was made to homogenize par-
ticipants according to age, education,
and socioeconomic status and also to
familiarize them with each other before
the group discussion. Demographic data
was collected prior to the group, using a
pro forma.

Each FGD was for 45-60omin duration,
with an additional 15min for informal
conversation. The FGDs were conduct-
ed in a classroom at the occupational

therapy unit, with no nonparticipants
present. The aim of the study and impli-
cations of participation were explained,
and any concerns or doubts clarified to
the participants at the initial stages of
the group discussion. The discussion
consisted of predetermined questions
in the vernacular language of the partic-
ipants. The question on whether mental
illness is a disability was skipped for the
HCPs group. The moderator ensured
that each question was fully discussed
and that each participant had sufficient
opportunity to express their opinion.
The observer noted down the proceed-
ings, key themes, and interactions with-
in the group. Each session was also au-
dio-taped, transcribed verbatim, and
translated into English by AS, who is flu-
ent in Tamil and Hindi. The transcripts
were also given to the participants for
corrections.

Thematic Analysis

Thematic analysis guided by Braun and
Clarke’s* six-step approach was used
for analysis. Each investigator listened
to the audio recordings, read the tran-
scripts, and adopted line by line coding.
The notes were coded manually and
organized using MS Excel sheets. Sim-
ilar codes were grouped into categories
by the two investigators (RS, AS) inde-
pendently, after each focus group. These
categories were then discussed until dis-
agreements were resolved and consensus
reached. Sections with similar coding
were grouped according to themes that
emerged from the data. Some themes
that emerged from the initial discussions
were incorporated into the subsequent
FGDs. Data saturation was considered
as reached when no new codes or themes
seemed to emerge during analysis. The
results were organized into major find-
ings and implications for practice. Minor
or diverse themes were also mentioned.
The findings were also viewed and as-
sessed by HCPs other than the investiga-
tors and by KSJ.

Results

The demographic characteristics of the
participants are given in Table 1. A sum-
mary of categories and themes is given
in Table 2.
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TABLE1.

Demographic Characteristics of the Participants

Group Characteristics Mean(SD)/Frequency (Percentage)
Age 30.36 (6.46)
Duration of illness 7.31 (5.65)
Male 11 (64.
Gender (647)
Female 6 (35.3)
Upper 4(23.5)
Socioeconomic .
Patients — Middle 12 (70.6)
(N=17) Lower 1(5.9)
Employed 7 (41.2)
Employment status | Currently unemployed 6(35.3)
Never employed 4(23.5)
Married 8 (47.1)
Marital status
Unmarried g (52.9)
Age 32.21(7.73)
Mal 8.
Gender o€ 12 (857)
Female 2 (14.3)
- ) Upper 1(7.)
ocioeconomic .
Caregivers status” Middle 57
(N=14) Lower 1(7.)
Employed 6 (42.9)
Employment status | Currently unemployed 6 (42.9)
Never employed 2 (14.3)
Married 6 (42.
Marital status ; (42.9)
Unmarried 8 (57.1)
Age 38 (11.6g)
Male 4 (5.
. (55.55)
Female 5 (55-55)
Health I Years of experience g.22 (9.32)
profession- —
e Psychiatrist 6 (66.7)
(N=9) Nurse 1 (1)
Designation Social worker 1 (11.1)
Occupatlgnal ther- il
apist

*Socioeconomic criteria based on modified Kuppuswamy criteria.’s

Theme 1: Personal Meaning
of Employment

Most of the participants (17/17 patients,
9/14 caregivers, 8/9 healthcare workers)
felt that employment provided physical,
psychological, and cognitive well-being.
However, more than therapeutic ben-
efits, the theme was that employment
improved the person’s status and helped
him to get accepted in society. The pa-
tients talked of how “life would go waste
if we don’t work” and working is “an
opportunity to be useful to society.” The
caregivers expressed that work “reduced
helplessness” and helped to “get back
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respect and regard in society (lost due to
mental illness).” The HCPs talked about
how employment could “improve so-
cial dignity,” “can be a positive factor for
marriage,” and that the “ideal aim of any
person is to lead a natural course of life,
employment being part of that natural
course.” Minor themes included employ-
ment providing economic benefits and
reducing family burden.

“Employment is not only to generate
income; having a role in the family and
being productive and functional in soci-
ety is what we look for, more than earn-
ing money.” (psychiatrist, 30years of ex-
perience)
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“Work reduces others’ negative per-
ception about their illness and makes
others feel that they have improved. Oth-
ers get the trust that they can be given
responsibilities, and thus, it improves
the patient’s self-confidence.” (32-year-
old wife of an employed man, illness of
eight years)

During the first FGD, one participant
happened to mention employment as
important for a man but not for a wom-
an with mental illness. As the others in
the group concurred with this view, the
gender-specific requirement for employ-
ment was subsequently incorporated
into the guide. There was agreement
both within as well as between all three
groups of participants that employment
for men is more important as it is con-
sidered as a man’s responsibility to work
irrespective of illness.

“It’s a man’s responsibility to be busy
and work and to read the paper and oth-
er resources to know more about employ-
ment opportunities.” (33-year-old single
unemployed man, illness of 13years)

“I agree that men are at more pressure
to be economically productive, and prac-
tically, T focus more on employment in
men patients. I don’t know whether it’s
correct to do so.” (psychiatrist, four years
of experience)

“Though the literacy is high now, our
society still expects the men to be em-
ployed and does not accept him being
productive at home.” (psychiatric nurse,
18years of experience)

However, there were major differenc-
es within and between groups on the
issue of women’s employment. Most
of the patients (13/17) and health care
providers (s/9) felt that women with
mental illness should work. In con-
trast, many caregivers (7/14) felt there
was no need for women to work, es-
pecially if they had responsibilities to
perform at home. Most men felt wom-
en should work, but two from Mus-
lim background disagreed. It was the
women who felt it would be difficult
to manage both household chores and
paid work and were also able to iden-
tify barriers like travel time, inflexible
work hours, and unsupportive attitudes
at the workplace. Many women, includ-
ing one who was a qualified doctor, also
reported that their families would not
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TABLE 2.

Major Themes and Verbatim Accounts

Categories

Themes

Example Quotes

Significance of employment

-Provides physical, psychological and cogni-
tive well-being

-lImproves status in society

-Decreases family’s economic burden
-Man’s responsibility irrespective of illness

“My father is old now; hence it's my responsibility to work and take
care of my family.” (28-year-old, currently unemployed man, illness
of four years)

Women and employment

-Employment equally important for women
with mental illness (patients)

-No need for women to work if they had
responsibilities at home (caregivers)
-Decision to work not based on gender, but
on contextual factors (HCP)

“No, normally women need not work but it's a must for men, women
have to work at home and take care of children where men have to
go out and work and earn money.” (28year old, currently unemployed
man, illness of four years)

Problems arising from
employment

-Recurrence of illness due to stress and
unsupportive environment
-Nonadherence to treatment (HCP)

“Even if they make minor mistakes, they will be criticized and not giv-
en any responsibilities, which in turn may make them more stressed.”
(32-year-old wife of an employed patient, illness of eight years)

Competency for employment

-Depends on reduced severity of illness,
good treatment adherence, good premor-
bid adjustment, and supportive working
environment

-Fatigue and reduced resilience can be
present

“If they make up their mind and get motivated, they can work.”
(mother of a 20-year-old unemployed man, illness of four years)

“No,we have poor concentration. We get easily tensed.” (31-year-old
employed man, illness of six years)

Barriers to employment

-Stigma and faulty perceptions

-Lack of access to resources and lack of
government support

-Overprotective family

-Residual symptoms and decreased moti-
vation

-Job-related factors

-Drug side effects

-Gender discrimination against women

“If we have to go to other states, it might be a problem. Doctors say
no to that. They say illness might come back because if we are here,
supervision of medicines, access to a hospital, having family near us
to support us, all will be possible.” (26years old currently unem-
ployed man, illness of four years)

“Women find it difficult to fit into a work environment in a high-level
job. They feel insecure. Night shifts and the poor flexibility in job
timings are difficult for women.” (30-year-old, employed woman,
illness of 12years)

Strategies to provide employ-
ment

-Psychosocial rehabilitation

-Family support

-Pharmacological management aimed at
reducing disabling drug side effects (HCP)
-Mobilizing community support

“Encouragement from others such as family members is needed.
Every time we have a relapse, we can have an inferiority complex.
Others’ encouragement can motivate us to keep trying harder.”
(21-year-old, single currently unemployed man, completed MBBS,
illness of four years)

Agencies responsible for facili-
tating employment

-Family, friends, community
-HCP

“My brother and | run a saloon. If | find it difficult to work, he helps
me.” (34-year-old, separated, employed man, illness of four years)

Mental illness as a disability

-Mental illness is not a disability

“We only have a psychological problem. Our hands and legs, vision,
hearing are all fine.” (26-year-old, single, currently unemployed man,
illness of four years)

Awareness of government
services for the mentally ill

-Unaware of any government services

-Aware of various schemes and allowances,
but not details (HCP)

“Our government does not do anything.” (26-year-old single current-
ly unemployed man, illness of four years)

“We all studied it (details of government schemes) for theory exams,
none of it came in practice.” (psychiatrist, five years of experience)

allow them to work. Even though all
women in the study were graduates,
only one was self-employed. This dis-
cussion elicited much resentment in
the women participants as they talked
of the above barriers and also about
how “household work can be tougher
than outside work” and “household
tasks don’t provide us with an income
while outside work does, but both are
ultimately work.” The theme identified
was that women felt their contribution
to household “work” was unacknowl-
edged as they did not get paid for it. In
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the mixed-gender patient groups where
there was a difference of opinion related
to women working, the men ultimately
agreed with the women.

Most junior HCPs initially reported
that they believed in equal opportunities
for men and women; but the more ex-
perienced professionals opined that the
cultural gender norms needed to be re-
spected and that in routine clinical prac-
tice, they focused more on employment
among men. Minor themes were that the
decision to work was not based on gen-
der but on contextual factors related to

the severity of illness, accessibility to ser-
vices, the socioeconomic position of the
family, and individual preferences.

“The world looks at a person through
his economic productivity. In our cul-
tural background, men fetch money for
the family, whereas women, by taking
care of household tasks, cut down the
additional cost of employing someone
to do that work.” (psychiatrist, five years
of experience)

“From my experience, I have learned
that, I have my own viewpoints and
ideas, but I have to keep them with me,
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and I cannot impose them on others. We
have to look at what are the patients’
needs and wants, and income-generat-
ing expectation is more on the male”
(psychiatrist, 30years of experience)

“If the economic state of the family is
stable, no need to stress the women with
work.” (mother of a 26-year-old, current-
ly unemployed, single man, illness of
five years)

“Household tasks don’t provide us
with an income; outside work does. But
both are work. Women are not as strong
as men; hence they may not be able to
work like men.” (24-year-old, single, un-
employed woman, illness of ten years)

“When there are so many chores at
home, they’ll (family) tell us to finish
those instead of thinking about work.”
(21-year-old married woman, illness of
2.5years)

“If women stay only at home, there
won’t be anyone to talk to; they can feel
worse. So they should work.” (21-year-
old, single, unemployed man, completed
MBBS, illness of 4.5years)

Theme 2: Barriers to
Employment

Most of the participants across the three
groups felt that PMI with reduced sever-
ity of illness, good treatment adherence,
good premorbid adjustment, and sup-
portive working environment could work
in as good a manner as the general popula-
tion. Related to individual-related factors
affecting competency at work, all three
groups of participants cited the possible
recurrence of illness due to reduced resil-
ience as the most common problem that
could arise (12/17 patients, 7/14 caregivers,
4/9 healthcare workers). Most participants
across the three groups were able to iden-
tify similar factors that affected a patient’s
competency to work, like decreased con-
centration, fatigue, and sensitivity to crit-
icisms. Family issues arising due to the in-
ability to manage employment was cited
by a small number of patients and caregiv-
ers. Nonadherence to treatment was also
voiced by a small number of HCPs and
caregivers, but not patients per se.

“None of us talk about what the pa-
tient wants! In OPD, we are often push-
ing people to work, even when they say
they don’t want to work.” (psychiatrist,
3oyears of experience)

“I have a patient who is a barber. He
knows no other job. But because he was
soill, the doctors told him not to take the
knife in hand. Now what can he do?” (so-
cial worker, 12years of experience)

“Due to the side effects of medications,
such as giddiness and tiredness, I am un-
able to concentrate on work; I get dis-
turbed.” (single unemployed man, illness
of 11years)

“I can be more sensitive and easily be-
come aggressive when the boss scolds
me. Due to such behaviors, I may have
to stop work or face other’s criticism.”
(30-year-old employed woman, illness of
12years)

“They should be given a schedule to
do work so that they don’t get excessive
work or no work. When the workload is
more, they get anxious about the dead-
lines and get depressed.” (mother of
20-year-old unemployed man, illness of
four years)

Most patients and caregivers agreed
that there might be reduced competency
at work compared to others; however, the
tendency of employers and colleagues to
readily attribute any difficulty observed
to the mental illness was thought to be
unfair by all of them and was a major
theme identified. This discussion about
faulty attributions made by society elicit-
ed many negative emotionsin the patient
and caregiver groups. The caregivers
reported how minor mistakes that even
others could have made would be met
with much criticism, thus perpetuating
a cycle of more stress and less productiv-
ity at work. One patient explained how
just like all five fingers in a hand are not
the same, there are variations in people
and that differences in PMI should be ac-
cepted by employers just like they would
accept variations in normal people. The
HCPs had diverse views on the compe-
tency of patients in employment. A few
felt that patients would never reach the
competence level of others regardless of
contextual factors, others felt they would
never know until patients were placed in
a facilitatory environment, yet others felt
that since patients who were successful-
ly employed rarely came back to the hos-
pital, they would not know. However,
they all finally agreed that an optimum
fit between a person’s skills and work
demands was essential for being compe-
tently employed.
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Related to external factors adversely
affecting work, stigma and faulty percep-
tions related to the illness were the most
cited by patients (8/17), caregivers (4/14),
and HCPs (6/9). Many participants in
the patient group also reported a lack of
access to resources, lack of government
support, and overprotective family as
additional barriers. The caregivers and
HCPs also reported job-related factors
such as unsupportive employers, criti-
cal coworkers, timing (having to work
night shifts), nonavailability of employ-
ment locally, necessitating migration,
which is not possible because of ongoing
treatment and less remuneration for em-
ployment, as barriers. In addition to the
above, HCPs also reported drug side ef-
fects and gender discrimination against
women as barriers.

“When someone had worked before
and then developed an illness, when they
go back to work, people will view them
differently. They will think that the per-
son might not be able to do his work as
well as he did before the illness.” (21-year-
old, single unemployed man, illness of
4.5years)

“They (coworkers) call us mad at our
face” (24-year-old, single, unemployed
woman, illness of 10 years)

“Government doesn’t support the
people with illness, specifically after
the age of 36.” (father of a 26-year-old,
unemployed, single man, illness of five
years)

The major theme identified as a barrier
to employment was the visibility of men-
tal illness, which differentiated those
with illness from the general population.
The patients expressed that “people will
view us differently” at work and “label
us as mentally ill and comment about
us to others.” The caregivers reported
how problems at work arise when pa-
tients “show aggression or depression”
at work, when their “appearance and
behavior may be abnormal,” and how
“others observing them taking medi-
cations” can lead to stigma. The HCPs
mentioned side effects of psychotropic
drugs like cognitive dulling, slowness,
and extrapyramidal symptoms, which
the patients might be unaware of but is
obvious to people around them. A minor
theme about the need to choose drugs
with side effect profiles that do not im-
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pair work was also identified: people do-
ing unskilled physical labor need drugs
that do not impair motor functions and
those doing office work need drugs with-
out cognitive side effects. Another obser-
vation was that it is easy to see disabil-
ities in patients, but in order to suggest
employment options, abilities would
have to be identified, which was more
difficult.

Theme 3: Facilitating
Factors for Employment

Related to factors facilitating employ-
ment, patient and caregiver groups
mostly felt that psychosocial rehabil-
itation and family support were what
was needed; a few patients also men-
tioned the need for medicines. Mobiliz-
ing community support was also cited
by many caregivers and one patient as
another strategy to help with finding
employment. Most of the HCPs cited
psychosocial rehabilitation and family
support; few also suggested pharmaco-
logical management aimed at reducing
disabling side effects of medications.

“They should get trained according to
the job they are going for.” (21-year-old
married unemployed woman, illness of
2.5years)

“In occupational therapy, we learn
anger management. It helped me re-
duce my anger towards my colleagues.”
(30-year-old employed woman, illness of
12years)

“I provide the patient referral to oc-
cupational therapy.” (psychiatrist, four
years of experience)

When asked about the stakeholders
in facilitating employment, most of the
patients (13/17) felt that it was the family
and they themselves who were respon-
sible, followed by HCPs, people at the
workplace, and community. The major
stakeholders involved in facilitating em-
ployment, according to the caregivers
(12/14), were the family, friends, commu-
nity, and to a lesser extent, HCPs. None
of the caregivers and only one of the pa-
tients felt that the government was re-
sponsible. According to HCPs, the family,
government, patients, nongovernmental
and religious organizations, community,
HCPs, employers, and colleagues were
all responsible for facilitating employ-

ment. When asked about the strategies
they used in routine clinical practice for
facilitating employment, some reported
suggesting family supported employ-
ment, referral to known NGOs, or to oc-
cupational therapists/social workers.

“Patient, government, and family
should be involved. The practical ground
reality is that the way our government
functions, it might take 10, 20, or 30years
to focus on people with mental illness.
What I have seen is that the role of com-
munity is much more.” (Psychiatrist, five
years of experience)

“We can do business on our own. For
example, women can do saree business
or making food for children” (24-year-
old single unemployed woman, illness of
10 years)

“My friend found a job for me”
(26-year-old single unemployed man, ill-
ness of four years)

“We can’t change the stigma in society;
hence, the family and friends must help.”
(wife of 47-year-old employed man, ill-
ness of 12years)

“They (society) don’t understand us;
they underestimate and isolate us. So,
patients themselves are responsible.”
(30-year-old employed woman, illness of
12years)

In order to identify the awareness
about the role of the government as a
stakeholder in procuring employment, a
question about the disability benefits for
the mentally ill was initially added in the
guide. However, in the first FGD itself, it
transpired that the participants did not
consider mental illness as a disability.
Hence, the question on whether mental
illness can be considered as a disability
was added to the guide. All the caregiv-
ers and most of the patients (13/17) re-
ported that they did not consider mental
illness as a disability. Two patients said
that it could be classified under disabil-
ity, and two were not sure. None of the
caregivers and a few patients who had
already availed the benefits were aware
of government services for the mental-
ly ill. Most HCPs were aware of various
schemes and allowances, but not the de-
tails of each.

“We only have a psychological prob-
lem. Our hands and legs, vision, hearing
are all fine. Someone with a problem in
legs so that they can never walk has a

permanent disability. This is a tempo-
rary disability.” (26-year-old single unem-
ployed man, illness of four years)

“Disabled people are those who do not
have abilities, like not being able to walk.
They cannot do all the work that normal
people are able to do.” (36-year-old mar-
ried homemaker, illness of seven years)

“It’s ok to have a physical disability,
but mental disability is associated with
stigma.” (wife of 47-year-old employed
man, illness of seven years)

“If we go to collector’s office, they will
give wheelchairs, certificates for deaf/
dumb and blind.” (36-year-old currently
unemployed woman, completed MBBS,
disability certified for mild hearing im-
pairment, illness of six years)

The theme identified was that the se-
mantic of “differently abled” and “dis-
ability” in the vernacular languages
make it difficult for patients and caregiv-
ers to identify with it. The term that was
used for differently abled in the FGD was
maatruthiranali in Tamil and nishaktjan
and divyang in Hindi, as we were unable
to find a semantic equivalent. However,
none of the patients or caregivers were
able to recognize these terms. When the
terms for disabled, oonamutror and viklang
were used in Tamil and Hindi respective-
ly, all patients and caregivers identified
the meaning as somebody with physical
dysfunction, as evident from the verba-
tim accounts.

Discussion

Gaining employment does not seem to
be simply a matter of personal choice
for PMI. From our discussions, many ex-
ternal factors outside the control of the
individual emerged as modifying factors
for finding employment. The final the-
matic map has been added as Figure 2.

Gender-Based Role
Expectations

All participants considered employment
to have therapeutic benefits and as a
way to fulfill family and societal obliga-
tions. However, the personal meaning
of employment differed based on gen-
der-based role expectations. For men, be-
ing employed was the way to be accepted
as part of society. Even though clinical
factors like premorbid qualification, the
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FIGURE 2.

Final Thematic Map
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severity of illness, residual deficits, resil-
ience, drug side effects, and adherence to
treatment were thought to be modifying
factors in performing a job, the personal
and familial expectation from a man is
that he has to work irrespective of the
illness status.

This finding has been echoed by other
studies that have concluded that men
with schizophrenia are under pressure
to work irrespective of the extent of dis-
ability.®7 It has also been documented
that Indian women with SMI are usu-
ally exempt from the pressures of wage
earning; however, they are expected to
take up homemaking and child-rearing
roles, notwithstanding the disability.
Thus, these activities need to be ad-
dressed in therapy.®**In a study com-
paring people who were employed with
those who had lost their jobs after the
onset of mental illness, women were
found to be losing their jobs more than
men after the onset of illness.> Hence,
for men, additional factors like low
self-esteem, criticism from family, and
societal stigma due to unemployment
need to be addressed. If women with
mental illness are to gain employment,
in addition to the rights-based equal op-
portunities for employment provided
by the Mental Healthcare Act, patriar-
chal attitudes and inflexible work envi-
ronments also need to be changed.

Lack of Access to a
Competitive Job Market

Inacountry of high unemployment rates
even among the general population,
it can be even more difficult for PMI to
find work in the competitive job market.
The participants in the study were able
to identify a host of factors that reduced
their competency or acted as a barrier to
employment. Among the employed pa-
tients in our study, except for two peo-
ple from upper socioeconomic status, all
others were employed by known others,
involved in family businesses or agrarian
labor, and in supportive environments
that did not require extensive skill sets.
Most HCPs also reported that they en-
couraged patients to take up self or fami-
ly supervised employment as it would be
less stressful and more feasible.

Stigma from colleagues and employers
is also a well-documented barrier to em-
ployment in PMI.* The provision of job
reservation for mental illness is a dou-
ble-edged sword, as many people are re-
luctant to reveal the illness status for fear
of stigma. Most participants in this study
also reported that even if they availed
disability certificates, they would not be
able to benefit from it as just the mention
of mental illness would expose them to
stigma at the workplace. A qualitative
study revealed that many employed men
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with mental illness did not disclose their
illness status in job applications to avoid
chances of rejection. They also request to
substitute mention of mental illness to
another diagnosis in fitness certificates
that are required to rejoin work after a
period of illness.*

Considering that many people with
SMI have skill deficits that can impair
functioning and that subjecting them
to discriminatory work environments
might be counterproductive, provision
of tailored, graded work environments
ahead of competitive employment needs
to be considered. This would mean de-
tailed vocational skills assessment early
on in therapy and setting up of transi-
tional employment and individual place-
ment services (IPS) for those with mental
illness in addition to the current gov-
ernment provision of job reservations
in the open market. IPS is a vocational
training program that focuses on deliv-
ering job placement services concurrent-
ly with mental health services with the
aim of rapid competitive employment
while continuing job support.>* System-
atic reviews have suggested that IPS is
more effective than Treatment As Usual
in procuring competitive employment
for PMIL.» Although the amalgamation
of health and employment services may
be difficult to achieve in India, principles
of IPS such as rapid placement, support
on the job, and client specificity are fea-
sible in service delivery. The Vocational
Potential Assessment Tool and Counsel-
ing Module, a tailored assessment and
preparation of vocational skills in people
with SMI that can be done by any mental
health professional and also includes the
caregivers and the employer, is a good ex-
ample of a collaborative, client-centered
framework to vocational rehabilitation.>

Lack of Access to Vocational
Services as Part of Standard
Care

Most of the participants across the
three stakeholder groups identified psy-
chosocial rehabilitation measures like
occupational therapy, skills training, and
vocational training as strategies to facili-
tate employment. The distribution of the
participants was from different states all
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over India, and the reason cited for com-
ing to this specific tertiary care center
was the nonavailability of such centers
in their own states. However, neither the
patients nor the caregivers identified the
HCPs or the government as a potential
agency in actually obtaining work. Most
of them felt it was they themselves and
their families who were responsible;
many recalled accounts of how friends
and family had helped procure employ-
ment in family-run businesses or manual
labor after they failed to get jobs in the
open market.

This not only highlights the poten-
tial for involving the community- and
grassroots-level health functionaries in
caring for the mentally ill but also stress-
es the need to bridge the gap between
provisions laid down by the National
and District Mental Health Programmes
and their fruition at the consumer level.
The National Mental Health Survey of
India 2015-2016 reported that out of the
12 states included, job reservations and
preferential housing allotment for the
mentally ill was present only in Gujarat.
The report also indicated the limited
rehabilitation facilities and personnel
available, which were mostly concentrat-
ed in cities.' The multicenter community
Care for People with Schizophrenia in
India (COPSI) trial had demonstrated a
better reduction in symptoms and dis-
ability when facility-based care was com-
plemented with collaborative communi-
ty-based care, and the model of service
delivery proposed can be implemented
across all districts.> Another Indian
study done to follow up the sustenance
of self-employment schemes revealed
that all schemes were discontinued with-
in three years and concluded that com-
munity-based initiatives would only be
sustainable if supported by family and
people within the community.>

Unawareness of Mental
lliness as a Disability

Most of the participants among care-
givers and patients categorically said
that mental illness could not be con-
sidered as a disability and subsequent-
ly, were not aware of any government
schemes or concessions. There continues
to be a lack of awareness, even among

those who had access to tertiary care
hospitals for years, about the disability
benefits. There is also ambiguity related
to the terms used to describe disability.
While the HCPs were aware of a few con-
cessions and certification, they did not
know the procedures of procurement.

A study conducted by the Psychiatric
Rehabilitation Services of the National
Institute of Mental Health and Neuro-
logical Sciences on a health insurance
scheme for the mentally ill showed that
despite organizing camps and dissemi-
nating information, the enrolment rate
was low. The reasons cited for this in-
cluded low penetration of health insur-
ance among the general public, reduced
awareness among mental health profes-
sionals, and bureaucratic hurdles.” An-
other Indian study on the trends of the
utilization of social welfare schemes for
the mentally ill note that a large propor-
tion, especially from rural areas, has not
approached the government for bene-
fits except the disability pension. The
authors propose exclusive awareness
programs across stakeholders and also
a single-window policy where benefi-
ciaries can avail of all benefits from the
same source.”® While many provisions
for PMI have been documented, these
will only remain in paper as long as the
beneficiaries are unaware of their rights
or unable to avail of these benefits. There
should also be an attitudinal change in
mental health professionals to become
more aware of schemes available and to
ensure the procurement of benefits for
their patients.

The strengths of this study include
extensive data collected from multiple
stakeholders from various parts of In-
dia, providing rich descriptions of their
personal experience. The limitations are
that data was not collected from poten-
tial employers, whose perceptions could
have given more insights. Other limita-
tions are that the transcripts were given
to participants only for correction and
not feedback and also that the data was
not discussed with experts outside the
field. The participants were also those
who had access to a tertiary care center,
and their experiences may be different
from those in rural areas without access
to healthcare delivery services. Future
recommendations would be to include

employers and the general population
also to identify their perceptions of em-
ployment for PMI.

Conclusion

This study explored the subjective mean-
ing of employment, contextual factors
facilitating and hindering employment,
as well as knowledge about agencies
and government schemes facilitating
employment. The data suggest that con-
sidering gender-based role expectations,
avenues for self/family employment,
increasing community participation,
and improving awareness of benefits for
mental illness both among consumers
and HCPs are essential to enhance eco-
nomic productivity in people with SMI.
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