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This booklet aims to provide a platform for people with schizophrenia and their 

families to tell their stories of illness and recovery.

Given the negative attitudes towards mental illness still widely held in society, many 

people with schizophrenia prefer not to talk openly about their illness, which means 

that their voices are rarely heard. This booklet supports people with schizophrenia and 

their family caregivers to speak freely about their very personal experiences.

Apart from featuring a number of individual stories, the booklet contains a section 

entitled 'Selected Quotes and Messages' which brings together 

statements from a range of participants which contain a message or address to others 

with the illness or for society as a whole.

All stories and statements included in this booklet were contributed by people with 

schizophrenia and caregivers who took part in the COPSI study. This was carried out in 

three locations in India (Goa, Satara and in rural Tamil Nadu). 

As part of this study, participants were visited at their homes by a community health 

worker, who supported them in their recovery in a number of ways, e.g. by providing 

information about the illness, helping them practice their social skills or assisting them 

in getting back to employment. More information about the COPSI study can be found 

on page 6.  

In their narratives, people with schizophrenia and their caregivers tell us about their 

journey so far: the times before the illness, the problems they have faced due to the 

illness, their experiences of the COPSI treatment and what they feel has changed for 

them since. Their accounts speak of the many challenges often faced by those with the 

illness and their family members, but also of enormous resilience, courage and hope.

That takes some doing and is true ability.   

 (see page 38) 

Introduction
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Introduction

Through these personal narratives, we hope that many others living with the illness will 

feel more hopeful about the possibility of positive change in their lives. Very importantly, 

we hope the stories of these extraordinary individuals will inform wider society about 

the reality of their lives in a deeply personal manner. 

It is our common humanitarian and moral imperative to respect and be inspired by their 

achievements in the face of huge adversities. We do hope the stories of these individuals 

will inspire those in decision making positions to ensure that appropriate interventions 

are made available for many more persons with schizophrenia to recover.   

PRIVACY STATEMENT: The stories presented in this booklet were written with the expressed consent of the people 

with schizophrenia and their families. Personal names have been changed to ensure confidentiality. The stories have 

been edited to shorten them for publication, but without changing the information given or the statements by 

participants, which have been retained in original.
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The COPSI Study

Schizophrenia and Treatments Available in India 

Schizophrenia is a disorder of the mind that affects how people think, feel and 

behave. It usually starts in early adulthood, and is often associated with persistent or 

relapsing symptoms. People with schizophrenia may experience thought disturbances 

such as delusions (firmly held unusual beliefs) or hallucinations (unusual sensory 

experiences, such as voices), and disturbances in speech, behaviour or emotions. 

Given the early onset of the illness and the fact  that effective treatment is often not 

received early enough, people with schizophrenia often suffer a significant impact of 

the illness on their lives and may face difficulties with their studies or with finding 

employment or entering a marital alliance.

In addition to the impairments caused by their illness, many people with schizophrenia 

are subjected to systematic disadvantages in several areas of their lives. Discrimination 

can have devastating effects on personal relationships, parenting and childcare, 

education, training, work and housing.  Often, persons with schizophrenia report that 

the effects of stigma and discrimination are even more difficult to bear than the illness 

itself. 

Also family members of people with schizophrenia face many challenges, including 

practical, day-to-day problems, loss of income, disruption of household routines, and 

consequences of the stigma and discrimination associated with their family members' 

illness. There is often a psychological and emotional impact of the illness on family 

members, including feelings of grief and worry. 

In India, there are an estimated four million people with schizophrenia, with different 

degrees of impact on some 25 million family members. Mental health resources in 

India are very limited; just around 4000 psychiatrists are available for over one billion 

people. Therefore, treatments offered are usually focused primarily on the 

“This is one happy moment for me.”  2012 6



The COPSI Study
management of symptoms with drugs. Rehabilitation and psychosocial intervention are 

rarely available. 

Treatment for mental illness in India is usually limited to facility based care, i.e. 

outpatient clinics in the private sector and some government hospitals with occasional 

inpatient care - sometimes in mental health institutions which are generally large and 

isolated from the communities they serve. There is no organised community care for 

people with schizophrenia in India to date. 

Efforts are presently underway to make mental health care more accessible under a 

revamped national Mental Health Program and the District Mental Health Program. 

Mental health professionals working in the private sector and government or public 

services are the main  care providers for these populations; in addition,  non-

governmental organisations (NGOs) play an important part in providing care to 

people with schizophrenia and their caregivers in India. 

The COPSI (Community Care for People with Schizophrenia in India) study is a 

scientific trial to test whether a community based intervention, delivered by a “Lay 

Community Health Worker” (LCHW), could improve the overall functioning of the 

person with schizophrenia and their caregivers. The  LCHWs, with no previous 

qualifications or experience in the field were  rigorously trained by experts and 

supervised by the treating psychiatrists.  

The COPSI intervention promoted a close collaboration between the person with 

schizophrenia, family members, the treating Psychiatrist and the (LCHW) to work as a 

team to help the person get better (Figure 1) This approach makes it possible for 

persons with schizophrenia and their families to become effective partners in meeting 

their unique needs with the active support of their psychiatrists and LCHW. 

The Copsi Study and Intervention
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The COPSI Study

Figure 1
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The COPSI intervention was delivered for 12 months over three phases. In the first three 

to four months, the emphasis was on developing a positive relationship between 

everyone in the team, to systematically plan for meeting most immediate needs and 

provide information to understand and manage the problems better as a family unit. In 

the next three to four months, the emphasis was on consolidating the gains made and 

specific measures to improve overall functioning of the person with schizophrenia. In 

The intervention was delivered and managed largely at the homes of persons with 

schizophrenia and in the clinics of the treating Psychiatrists.  Therefore the COPSI 

intervention is called the Collaborative Community Based Care (CCBC) intervention. 

“This is one happy moment for me.”  2012 8
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The COPSI Study

the final three months of the intervention, the focus was on improving social and work 

functioning and in a systematic review of the information to manage the problems in 

the longer term after the intervention was completed.  

Since persons with schizophrenia and their caregivers face problems in many areas of 

their lives, the COPSI intervention had a number of specific components to address 

these. These are shown in Figure 2 below.

Figure 2: The components of the COPSI intervention. 
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Narratives of Change: Suresh

“This is one happy moment for me.”  2012

“I am capable of doing my job; 
this is one happy moment for me.”

Suresh, a 33-year-old man, lives with his family in the district of Satara which is 

located in the western part of Maharashtra.  He is married and has a four-year-old 

son. He now works as a supervisor for a manufacturing company. 

Experiences before starting the COPSI Intervention

After completing his engineering, Suresh took up a job, but had to leave shortly 

since his employers were unhappy with his performance at work. Suresh kept 

changing his jobs, but the outcome remained the same. 

When he first joined COPSI, he said: “I was not sure about the stability in my service 

10
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and also in the married life. Even I became doubtful about my ability of grasping the 

knowledge while doing my job and also about my communication with co-workers. 

Besides, they can express themselves by speaking, but I cannot speak and socialize 

well in the community.” 

Suresh started blaming himself as he could not interact with people or take decisions 

without consulting his parents. Suresh did not want his relatives, neighbours and 

friends to know about his condition as he felt they would blame him and tease him. 

He said “They will make fun of me. If someone has any weakness then they make fun 

of that person, instead of supporting them.”

What happened during the COPSI Intervention

When Suresh agreed to take part in the COPSI study in 2009, he hoped that his life 

would become stable and that his social life would improve.

The community health worker team started visiting Suresh and his family every 

month. Suresh appreciated the help he received. He said: “I got good support from 

them. They guided me how to do my work, and if I could not understand something, 

then I would ask them to explain it to me. He [health worker] was supportive with me. 

He visited us punctually every month. He explained to me how to maintain relation 

with my wife and son and to develop relationships with people. He told me to talk to 

people, read the news paper, to improve your communication. Help your parents at 

home and take the initiative to work on your own.”

Experiences after the COPSI Intervention

After receiving the COPSI treatment for a year, Suresh felt that there had been a 

number of positive changes for him, particularly, he now felt freer and more 

confident in his interactions with others. 

Narratives of Change: Suresh

11
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He explained:  “There are many changes as compared to earlier. Previously I would sit 

quietly, I would not mix up, I did  not keep contacts with people. But now I speak well, I 

listen to what I am asked, I answer what I am asked - that's one change. Now I talk freely. 

I feel better now, I mean talking has improved. I feel free to go out with people, I don't get 

tensed. He told me how I would make friends if communication increased.” 

Initially Suresh also used to feel that he was not prompt at work. But later, after one year,  

he felt more confident about himself in relation to his work. He could complete his 

targets on time, and the speed at which he worked also increased. 

With all these changes he felt a sense of achievement. He explained, “I realized the 

importance of work and development. I understood how to do and how to handle my 

work. I learnt what changes could be made.”

Suresh dedicates this success to his wife who supported him and his sense of 

responsibility towards her and their son which helped him to complete his work.  He 

said, “The reason is that my wife supported me. I have the responsibility of my son and 

my wife. Since my responsibilities increased, my work began to get completed soon.”

During this time, he also learnt a lot of coping strategies. He could deal with situations 

better now and take his medicines in time so that he feels more confident at work. He 

explained: “I take medicines in time. So I don't feel tensed at work. In case I get tension, I 

sit quietly for 10-15 minutes. I take the help from the boys at the counter and get the work 

done from them in case I have some doubt.”

He also feels he can concentrate on his job better and is bold enough to ask any 

questions he cannot understand.

Suresh's company, too, is happy with his performance, and Suresh is now hoping to 

Narratives of Change: Suresh
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progress and eventually obtain a salary raise.

At home, too, Suresh now has more responsibilities and is actively supporting the 

family with household tasks and through financial contributions, He says, “I have to 

take extra responsibilities at home and outside. My son has to be guided, too, and I 

should be able to work on my own, without anyone telling me to do it.  I pay the light 

bills, the phone bills, do small jobs in the field, give time to my son. I inquire about 

everyone like “Are you getting pain? Do you have you any problem? Is any financial 

help required?”.  I give financial help now, that's the change, so they support me now.”

Relationships with family members improved because he could work better and take 

on responsibilities. “They behave well, better than before. Now there are no arguments 

between us as before. The reason is because I do service now. I go around here and 

there and do the work so they feel that I have improved. “

His colleagues at work have also changed their attitudes towards him, He says, “Now 

the company people feel that I can do something. And earlier, they used to treat me a bit 

lowly,  but now there is a change, they feel that I can do something in the future.” 

Suresh felt this was because of his ability to complete his targets on time and deal with it 

more confidently now. He recollects, “I worked my way and got achievement. I had 

created a confidence in me that I could complete this target for the company.” 

Archana, his wife and main caregiver, also felt the COPSI treatment had been useful. 

She said: “Yes, this has been helpful. There is development! Earlier he changed jobs 

after every two or three months. He got depressed quickly or sat with his hands on his 

head, got angry or upset. Now all such things have minimized.”

Overall, Suresh was very glad about the changes that have happened to him over the 

Narratives of Change: Suresh
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last year, and hopeful for the future:

“I feel in future I will get good friends. 

I can get a job in a good company.

 I will get a good pay and be good at home. 

I will also be able to communicate well.” 

Narratives of Change: Suresh
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Narratives of Change: Maria

“This is an illness 
you can get through.”

Maria lived with her parents and siblings in South Goa when her brother Suraj 

first fell ill and she became his main caregiver. 

 What happened before the COPSI intervention?

The eldest son in the family, Suraj obtained a job on a cruise ship soon after he 

finished college. But with the onset of schizophrenia, he was forced to give up his job 

because of the fears he felt. 

His sister Maria recalls, “All of a sudden he kept on phoning us and saying ‘I don't 

know what is going on here; they are trying to murder us here.’  We did also not know 

what exactly was happening to him. After he came from the ship, we took him to the 

“This is one happy moment for me.”  2012 15



Narratives of Change: Maria

prayer service for three Fridays. After that my uncle told us that he might be suffering 

from mental illness, so it is better to take him to the psychiatrist. then we took him 

[there].”

But Suraj refused to take his prescribed medicines. Maria said: “He would not take 

his medicines. I had to remind him. I needed to check if he had taken his medicines 

or not . He would say ‘What has happened to me, I am alright, you all are trying to 

murder me.’” 

The family would get angry with him because of his behavior. They were worried 

about his future, and tried to make him work, sometimes shouting at him. Maria 

explained: “We had to repeatedly tell him to do some work.  He did not have the 

strength to do work. He liked to eat and sleep. If we did not wake him up in the 

morning, he would sleep the whole day. Thinking about him, I would not get sleep. I 

would not feel like eating food. The same thoughts would come to my mind, again 

and again. I would worry about his future and about who would get married to him... 

all these thoughts would come to my mind.”

She added:“We would not know at that time what actually he was going through. 

We would get angry with him, and say ‘Why is this fellow doing that?’ Only later we 

also understood what illness he is going through and that he needed good support.”

It wasn't only the family who was getting upset. Suraj too, felt bad about his illness 

and inability to work and earn money as before. In addition, he started feeling 

unhappy because his friends did not come to meet him anymore. He said: “Now 

because I am sick, my friends don't come to me; because of that I feel bad.“ His 

confidence decreased and he would blame himself for having brought on this 

illness:  “I used to feel that I have spoilt my own life by getting scared [on the ship]. 

Because of the illness I feel bad. I was completely fine and now I have got this...so I 
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Narratives of Change: Maria

am feeling bad . My confidence is low now. When I was well I used to confidently move 

about. But now I don't have that confidence.” This caused him to stay aloof and keep to 

himself. 

What happened during the COPSI Intervention

In January 2010, Suraj began receiving the COPSI treatment. As a part of this 

treatment, a health worker would regularly pay house visits, giving Suraj and his family 

information about the illness, help him take his medicines regularly, and advise the 

family on how best to support him. 

Maria recalls, “The health worker helped us a lot. He used to spend time with him [my 

brother] and sometimes they went out. He would be very happy with him. I used to see 

that I would be the best care taker if I listened to his suggestions very carefully.”

Experiences after the COPSI Intervention

A year after receiving the COPSI treatment, many challenges still remained. For 

example, Suraj has had to continue being very careful about taking his medication, and 

his family had to make adjustments because of his illness and the associated expenses. 

However, overall, Maria feels her brother has improved a lot. He no longer sleeps for 

long hours, takes his medicines regularly and the family supports him. 

His sister says, “He has improved a lot. He doesn't sleep a lot now.  The health workers 

explained to us about schizophrenia. With his suggestions, we don't pressurize him a lot. 

Now we all understand him in the house. Now my family know what the problem with 

him is. Before he would not talk much. Now he talks and even likes to go out.”

It has become easier for his family members to care for Suraj: “Now he takes medicines 

on his own and I don't have to remind him. He has come to know that if he stops the 
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medication he will get the illness once again. Now when we take him to the doctor, 

he doesn't raise his hands in a strange way. It has gone off completely.”

Suraj, too, felt his symptoms had reduced. He slept well now and was less fearful. 

“Now I get good sleep.”, he said, “The fear has gone away. I used to feel that 

someone is coming to hit me. That I do not feel now. Now I do not get frightened.” 

He continued: “Now after he [CHW] came many times I kept on improving. He told 

me how you get the illness, how you should avoid it. He told me all that. I followed 

what he told me and now I feel good.”

He further felt his confidence had increased. He even felt like taking up work again.  

“Before, in the beginning, I used to feel low about myself. My behavior was not good, 

now it has changed . Now my confidence is good.”

This also meant that he did not feel bad about others knowing about his illness. He 

explained, “I don't feel anymore that people should not know about my illness. 

Everybody knows about the illness. My behavior has improved.”

With the improvements he had experienced, he felt that others were treating him 

better:  “Now they [my neighbours] talk nicely to me. Now my health is good, that is 

why. Now by taking medicines my illness is gone away.”

Maria, too, thought the COPSI treatment had been useful. She particularly liked the 

information the family received about the illness: “I liked it a lot because if we had 

not got this opportunity we would not have known how to treat him. We used to think 

that he used to do things purposely. Now we have gained knowledge about the 

illness. Now when people tell us to visit temples and goddesses, we tell them that it's 

nothing related to that...going to the goddesses. This is an illness which can be cured 
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“This is one happy moment for me.”  2012

by the Doctor.”

She added that she herself, had become more confident when talking about her 

brother's illness to others:  “I have started feeling confident. I don't feel any shame 

that he is having this illness and telling others that he is going through this illness 

schizophrenia.”

The changes in her brother's life even meant that Maria felt free enough to get 

married and move out from the family home: “Another important change that 

happened in my life is my marriage,” she explained. “I was never ready to get 

married because my brother was like this and I was the only caretaker.  I used to say 

no to marriage proposals. But now I am married.”

Thinking of other people like herself, who were caring for a family member with a 

mental illness, Maria said: 

“I would like to share this knowledge to people 

it is not known. I would suggest that the patient should 

be cared for in a very affectionate way. They should not be 

more stressed. They [his  family members] must always 

encourage him, saying that this is an illness you can get through.”

19“This is one happy moment for me.”  2012



Narratives of Change: Sam

Several years ago, Sam, now in his early thirties, gave up his job at a hotel in Goa 

to realise his dream of working on a cruise ship. But only a few days into his dream 

job, it became apparent that he would be unable to continue as he had just become 

ill with schizophrenia and did not have treatment at the time. He had return to live 

with his parents in a village in South Goa. He recalls: “It was a big ship, so I got 

scared... The ship was very big and that is why I got scared...”

At home, his family members, who did not know about this illness and that all this 

was occurring because of it, would sometimes shout at him for not doing any work 

“It has helped me in many ways. I wanted to be alone, 
now I can face people. I was not feeling like doing 

even simple work.  I am doing that now.”

“This is one happy moment for me.”  2012 20



Narratives of Change: Sam

“This is one happy moment for me.”  2012

and for having returned from the ship. Sam would spend his days at home, sleeping 

much of the time, and sometimes taking a walk around the neighbourhood or to the 

city. He felt bad about being unable to work and the reactions that he sometimes 

experienced because of his situation. 

Experiences before starting the COPSI Intervention

Sam felt disheartened that he had to come back from the ship.  He even tried to take 

on new jobs a couple of times, but found it difficult to continue for more than a few 

days as he was still ill. 

Soon he began taking treatment from a psychiatrist, and gradually his fear and lack 

of energy improved. But his lack of employment still caused him to feel that it had 

affected everything in his life. It made him feel useless and low in confidence. 

He said: “I feel something is less in me. That I am useless, because I leave jobs. First 

everything was okay. First I did my work nicely.” 

One of the most important things he felt was affected by his inability to work, were 

his relationships with family and friends, and he would sometimes face negative 

comments from relatives. For example, one relative would criticise him for having 

come back from the ship and would tell him not to accompany him until he had a 

job again. His friends, too, avoided him because he had given up his job. He 

explained:  “Friends are there, but they don't talk much. I think because I have come 

back from the ship, they do like this.”

The turn of events, since he became affected by schizophrenia, made Sam feel sad 

and hopeless. He worried about the future, and his marriage prospects, since he 

didn't have a job. He said: ”Nobody will marry me, if I don't have a job. I am jobless. 

I don't want life only...because I think nothing will happen in the future.” 
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Sam's mother, his main caregiver, was also very concerned about his future, 

especially his job, and these worries sometimes affected her own health. She said, 

“If he had a job, I would have been out of worries. And what will happen if there is no 

job? Where will he get a job? Where will I tell him to go for a job? What will I do? Like 

this I have thoughts. I want to leave these thoughts but these thoughts keep coming.” 

Without much awareness of the illness, it was sometimes difficult for her to know 

how to respond to Sam when he was ill, or what to say when people asked about 

him or passed negative comments. At times, the situation became so 

uncomfortable, that she would avoid social functions and felt that she could not ask 

others for help because she preferred they did not to know about her son's illness. 

What happened during the COPSI Intervention

After Sam joined the COPSI treatment, a health worker began visiting him and his 

family at home regularly, and together with his doctor, they started tackling his 

various difficulties.  This included helping Sam take his tablets regularly, giving him 

information and advice about the illness, helping him face his anxiety of talking to 

others, and most importantly, helping Sam get ready to take on a job again.

 

Sam felt the health worker gave him good advice and encouraged him to work.

”He [health worker] used to give me good advice. He used to tell me to go to work. 

Before joining this hotel, I had joined another hotel. I left that job. I had called him 

the previous day to talk to me. I used to tell him to make me alright fast. After a  long 

time, after a year, I got the fruit now.”

Experiences after the COPSI Intervention

After a year of receiving the COPSI treatment, Sam felt that his situation had 

improved in many ways. The efforts and patience with which he looked for a job 

bore fruit, and after several attempts, he was able to find employment again, first in 
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a hotel and then in a government organisation. He was very pleased, and so was 

his family. 

Apart from finding a job, Sam felt better overall and found he had more energy. He 

said: “When I was sick I was sleeping all the time not doing any work. I was not 

feeling like doing even simple work. I am doing that now.” He now helps his mother 

with the cooking and other household activities: “At home I do the cooking like rice, 

curry. I fry the fish. Sometimes I wash the clothes.”

His fear of interacting with other people had dissipated and it was now easier for 

him to talk to them. “I wanted to be alone, now I can face people.” His relationships 

have improved and the family member who had been passing negative comments, 

do not do so anymore. “Relationship is good. There are no fights and all.” 

Sam also felt more confident about himself and hopeful about his future.  He said: 

“It [the COPSI treatment] had a good effect, I am alright now and I will still get 

better.”

Sam's mother, too, was very pleased about the positive changes that had taken 

place for her son. Her own health had improved after Sam started working. She 

said she felt less sad and worried. She said “My health is okay. I felt good when he 

started working.”

Information about the disorder that the health worker had given the family proved 

very helpful: “For me, the leaflets on Schizophrenia  were beneficial. I learned that it 

is a psychological illness. That it is schizophrenia. About its symptoms and how it can 

be cured. Now I understand. I take him to the doctor in time, remind him daily and 

bring medicines as required. And even if he does not want to do something, I should 

understand, not scold him... adjust. “
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Knowing more about the illness also helped Sam's mother make other family 

members understand him better, and even enabled her to  advise another mother in 

a similar situation: “I have told her because her son also has got it. So I told her that it 

becomes like this and you have to show the doctor.”

Sam, too, said that he would advise others to seek treatment. When he was asked 

what message he would give to other people with the illness, he said: 

“There is an institute called Sangath and there are people 

who have got well. If you can't remember or you can't 

concentrate, then they will make you alright…they work 

well. After taking COPSI treatment, counselling and 

doctor's treatment, one can become better”

24



Narratives of Change: Yuvraj

“This is one happy moment for me.”  2012

“I realised that if I get angry and start arguing with him, it 

only makes things worse. I learnt the importance of

 staying calm, of listening to him.”

Yuvraj, Selva's older brother, is a farmer and lives with his wife and two teenage 

children in a village located about 100 kms from Chennai. When their parents 

passed away many years ago, Yuvraj took on the responsibility of providing for 

Selva who was in school at the time. 

He recalls nothing untoward about Selva's behaviour throughout school and 

accepted his younger brother's decision of not studying any further. Selva then 

started helping Yuvraj on his farm, but later on sought employment as a watchman 

where he was paid a reasonable monthly wage. Things were working out well in his 
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life and Selva was married when he was around 30 years old. 

What happened before the COPSI intervention?

According to Yuvraj, his brother initially seemed to get along well with his wife. A 

year after they were married, the couple welcomed a baby girl. However, soon after 

the delivery, the family began noticing unusual changes in Selva's behaviour.

He became very suspicious of outsiders and even of his family. Selva was convinced 

that the woman he was living with was not his wife; according to him, she had been 

kidnapped and an imposter had taken her place. Very often, he became angry and 

would sometimes run away from home to avoid his family members. 

Yuvraj further recalls that his brother's work routine became erratic and he was often 

seen muttering and talking to himself. Selva would often use filthy language to 

verbally abuse people - something that was quite unusual for him. As a result, his 

employer barred him from coming to work. Selva too showed no interest in 

attending work and would often be seen wandering aimlessly about the village. 

His conviction that his wife was actually an impostor seriously affected their marital 

relationship and his wife understandably became angry and upset. Yuvraj continued 

to support his brother's family and shouldered much of the responsibility of bringing 

up their little daughter. Naturally, the strain and tension of both looking after his 

brother and supporting his own family, began to make Yuvraj increasingly stressed 

and worried. He fervently prayed that his brother would somehow recover and get 

back to being his normal self.

In the meanwhile, the family started taking Selva to various temples and magico -

religious healers to cure him of his “strange possession”. This did not work; instead, 

Selva deteriorated even more. Yuvraj was deeply concerned at what was happening 
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to his younger brother and about his future. Financially, the trips to temples and 

payments to religious healers were taking its toll on the family finances and adding 

to their burden. “I spent so much money on taking him to these healers, but it was an 

utter waste.” said Yuvraj. Frequent quarrels in the household became routine and 

Yuvraj found it more and more difficult to deal with all these problems.

Amidst all this, a major source of strength for Yuvraj was the support and 

acceptance he received from people in his village.  His neighbours would visit him 

and some even gave him advice on various healing therapies (religious rituals, 

home remedies, etc.) to help Selva get better. 

Quite often when Selva would wander away from his home, community members 

would keep an eye on him and inform Yuvraj about his whereabouts. Yuvraj claims 

that the excellent relationships he had shared with members in his community had 

stood him in good stead. All his friends would console him and tell him that “It was 

not his fault”, that Selva was behaving this way and attributed it to some person or 

evil source who had cursed him. “Everybody in this village knows our whole family 

and they have seen Selva ever since he was very young, so they always sympathise 

with me.” Selva, too, reported that no one treated him differently in the village.

What happened during the COPSI Intervention

It was about this time that Yuvraj and Selva consented to participate in the COPSI 

study.  Initially, Selva was reluctant to come to the clinic for treatment and would 

require a lot of convincing to meet the psychiatrist. 

However, once he was started on medication, the family began noticing a distinct 

improvement in Selva's behaviour. The combination of regular medical treatment, 

counselling and home visits by the lay community health worker had a positive 

effect and soon he got a job at a petrol bunk close by. “Ever since he began taking 
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the tablets, he behaves normally, he attends to all his daily routines. Earlier I used to 

accompany him to the doctor but he now goes on his own.” said Yuvraj.

Experiences after the COPSI intervention

Yuvraj stated that the information about the illness provided by the lay community 

health worker helped him a lot in understanding and dealing with Selva's problems 

in a more effective manner.  “I learnt that Selva would need to take the medicines 

every day and that if he discontinued he would become sick again. Maybe after 

some years when he becomes normal and based on the doctors advice, we can 

think of reducing the medicines.” 

“I realised that if I get angry and start arguing with him, it only makes things worse. 

So based on the community health worker's advice, I learnt the importance of 

staying calm, of listening to him.” he added. Yuvraj also said that being supportive 

(rather than critical) of Selva had helped build confidence and trust between them. 

This, in turn, made Selva more amenable to listening to Yuvraj and complying with 

his advice, thus reducing family friction. 

Over time, Selva has begun taking medication on his own. Yuvraj feels that, deep 

down, Selva continues to harbour the belief that he is living with an imposter. But in 

all other respects, namely, attending work, caring for his daughter, interacting with 

close family and friends and managing his day-to-day life, there had been 

tremendous improvement following the COPSI intervention. 

He said: “Don't please waste money on going to see religious healers and visiting 

temples and other religious places. Please take the patient to see a good 

psychiatrist, like the ones who treated my brother. That is the only way your ill 

relative will improve.”
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He added, “He is my brother after all, I cannot just drive him out of my home and tell 

him to stay away. I have to somehow manage and cope with this.”

Selva, too, reported that he felt better ever since he had started going to work and 

was happy with his treatment. When asked about the visits of the lay community 

health worker, he reported that it was because of her that he had got a job in the 

petrol bunk; for this, he was very grateful to her. To him, recovery meant, most 

importantly, holding a job. He said:

”There should be more focus 

on getting financial support 

for patients and their families, to get jobs.”
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“Now my aim is not only to lead a good life

 but also to make my children independent.”

Poonam, a middle aged woman, has been married for 20 years and lives as part 

of a joint family, including her parents-in-law, brother-in-law and his family. 

Around the time Poonam first fell ill. Her mother- in-law and her were running a flour 

mill. Earnings were meager. Yet, despite her financial difficulties, Poonam managed 

to send her children to school . There were often arguments at home, and her life 

was very stressful.  

It was in this context, that Poonam started experiencing problems with her health. 

She recalled, “Sometimes I could not sleep during nights and sometimes I slept all 

day long. Thoughts crowded my mind and I used to experience severe headaches.” 
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Her mother-in-law adds, “She sometimes used to eat a lot and sometimes skipped 

food for one or two days. She used to sometimes smile to herself, sit alone and do 

nothing. She didn't care to cook and even look after her kids. She only wandered 

aimlessly and had very poor hygiene.”

Experiences before starting the COPSI Intervention

Poonam began taking medication but was only able to continue for about a year 

due to financial difficulties. All this resulted in a lot of burden on her mother-in-law's 

part. Her flour mill had to be shut down as Poonam could not be left alone and her 

children also had to be taken care of. Then her mother-in-law sought help from a 

traditional healer, who would repeatedly ask for money; this did not improve her 

health but added to their financial problems.

 

Her mother-in-law said, “Poonam became too aggressive to handle. But I somehow 

took her to doctor. The doctor suggested to admit her, but admission was not 

possible as there was no one to stay in the hospital with Poonam, due to poor family 

support, financial difficulties, etc.”

Her children, too, faced some problems in their lives. Her son said, “I could not 

answer when one of the care takers in school asked why the food in my lunch is 

always half cooked. Soon my friends started sharing their lunch with me.” Poonam's 

daughter had to discontinue her studies after the 10th standard due to financial 

problems. 

What happened during the COPSI Intervention

After Poonam joined the COPSI treatment, a health worker came to visit her and her 

family at her home regularly. Her mother-in-law received advice on how to handle 

the situation. The community health worker taught her some skills to identify and 

manage problems, gave her information about the nature of the illness and how to 
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help Poonam take her tablets regularly. Her mother-in-law said, “Poonam used to 

become even more aggressive because I used to get irritated and shout at her 

thinking that she does all this purposely. But the health worker actually showed me 

how to treat her gently and handle her with care. After following the instructions 

given by the CHW, Poonam would listen to me and spoke to me normally.”

Poonam gradually started improving. After six months of COPSI intervention, her 

mother-in-law and the community health worker found her a job in a company 

making candy from 10am to 6pm. Soon the community health worker went on to 

teach her the skills for the next level. She learnt anger management, relaxation, 

social skills and how to maintain relationships at work. The health worker also 

advised her to exercise regularly and pursue some interests at her leisure. Her 

mother-in-law would supervise her and guide her. Poonam started doing regular 

household chores and taking care of her children and her motherin- law was able 

to get the flour mill running again. 

Experiences after the COPSI Intervention

After receiving the COPSI treatment for a year, Poonam showed positive changes in 

her health. Improvement was seen in her basic living skills, confidence, work 

performance, thinking, social interaction and day-to-day activities. 

She said, “I work from 10 am to 7 pm everyday. I do work at home too. Now I earn Rs. 

2,000 per month. No thoughts barge in because I keep myself engaged in work all 

day long. Now my family situation has improved and so has my performance at 

work. I manage finances at home and take care of my medication all by myself. I 

would like to continue working as far as possible. This helped me to manage 

finances, grocery shopping, pay school fees, and save money for the future”.

Today, Poonam feels comfortable in her role as mother, homemaker and  
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professional. She plans to send her daughter to college and make her self-sufficient 

too.

Her son affirms, “Now my mother is much better. She goes to work everyday, pays 

my school fees and our family life is also much better.”

Poonam adds, “Now my aim is not only to lead a good life but also to make my 

children independent.”

Her mother-in-law says, “Now I don't worry at all about her. I will still not stop 

supervising on her medication and other performance. I would never discontinue 

her treatment and even would go to the extent of taking out a loan if needed. I feel 

satisfied. ”
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“There is a change in her. 

I think she is becoming well.”

Geeta and her younger sister Karishma were studying in classes six and five 

when their mother, Lakshmi became ill. The incident took place quite suddenly 12 

years ago and Geeta vividly remembers that day. Their father returned home from 

work to see his wife in an extremely agitated state. She was walking restlessly 

around the house, shouting and screaming that someone had kidnapped and 

killed her children. Efforts to quieten and calm her were to no avail. 

What happened before the COPSI Intervention

Geeta recalls, “We did not know why she was talking like this. If she saw anybody 

she would scold them . She would mutter and speak to herself. We wondered why 

she is talking like this; she burnt all the clothes, our dresses were forcibly taken out 
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and all burnt.” Seeing her mother this way was a shock to Geeta who was unable to 

understand why this was happening to them.

Desperate for a solution, the family took her to a magico-religious healer, the first 

of many they were to visit. Geeta looks back, “We went to temples, healers and 

spent money for her. Then we spent much on taking her to doctors. My father would 

avail a loan and would spend for her. We have gone to all temples and visited all 

doctors. We never left any place…. When we go to temples the priest would do 

some pooja [Hindu religious ceremony]. We spent Rs 20,000 to Rs 30,000 for her. 

Some would say that they would remove evil spirit from her and would do pooja for 

that. They would say that she will be cured, but nothing happened.” 

The expenses incurred in taking her to various priests and temples deeply affected 

the family's financial position. When once they were comfortably off, they now 

found themselves struggling to manage their lives. 

As the eldest daughter, Geeta took on much of the responsibility of managing the 

household and had to give up further studies to look after her mother. She would 

suffer sleepless nights thinking about this and deep down in her was a constant 

longing for that time when her mother was well and took care of them.  On a 

positive note, she felt well supported by neighbours, relatives and friends, who 

would come to visit her. 

Geeta initially hesitated to talk to her friends about her mother's illness. However, 

her friends would chide her for this and instead heap praise on her for the manner 

in which she was managing the household and caring for her mother, “I would feel 

bad to inform my new friend about her. But no one had thought like that. All my 

friends would scold me that why I should feel bad. They would say that they feel 

proud on me. They would also appreciate me.” 

35



Narratives of Change: Geeta

“This is one happy moment for me.”  2012

What happened with the COPSI Intervention

Although Lakshmi was receiving psychiatric treatment for her mental illness, she 

would often not manage to stay well for longer durations since she would stop 

taking her medicines soon after being discharged from the hospital. 

This went on for several years until she was identified by a COPSI health worker who 

advised her and her family to begin the COPSI treatment. The family was initially 

skeptical of this programme. Having sought care from so many doctors they were 

not sure how much more effective this treatment was going to be, however, they 

decided to go ahead. 

After about three to four months of treatment, the family noticed some changes in 

Lakshmi. She was calm and less irritable. Importantly, she was able to take her 

medication more regularly. Geeta attributed the change in her mother to the 

medication provided by the doctor, the counseling and advice given as well as to the 

care and support provided by them as a family. 

She said, “Doctors (referring to the community health worker) have advised us to 

give her exercise. They also have advised us to teach her how to do things when she 

makes mistakes. We taught her everything when cooking. Now she has control and 

does not make any mistakes. Earlier she used to overcook the rice. But now she 

cooks well. There is a change in her. She is taking tablets and our repeated advice 

and our affectionate approach has helped her. Now she does not keep on sleeping. 

It is all because of the care that we take. We won't leave her alone and would tell her 

what to do. She is taking medicines also. She would like to go to her mother's 

residence. We would take her there. We would buy whatever she likes. I think that 

has also changed her. I think she is becoming well.”  

Geeta accepts that her mother will require careful monitoring and care and realises 
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that much of this will need to be handled by her. But she takes heart from the fact that 

mental illness, unlike some physical illnesses, is not a fatal condition. 

What keeps her going is her faith in God who she believes will take care and heal 

her mother, “My mother also has changed partially. I have to take care well if she has 

to come to be well.” 

For Geeta, her immense faith in God is what has helped her cope through all these 

difficult times. The support and care provided by the COPSI doctors and health 

workers have also been a major source of strength for her.
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I didn't know about [this] sickness. I didn't know it can be cured. I didn't know anything. 

One of my friends, he knew about this sickness. I had told him and he told me that you will 

never ever be able to cure this sickness. There is no medicine, [he said,] so it was there in 

my mind. Otherwise I would have cured [a] long time [ ago]. Now I know this sickness can 

be cured. But there is a lot of hard work. You should have courage. Hard work is not easy, it 

is very, very tough. Because of God’s support, you know, I am better. And support from 

Sangath. When there is support, when there is backing, when there is moral support, you 

can cure, see me [look at me].

There should not be any misunderstanding, this is an important thing as this is a 

common illness. It does not happen to a particular person. The person should not be 

confused and should concentrate in improving one's life. The person should have a motto 

in life, so that he can be successful and work towards it. The society has to understand 

them, they should help them in things they can. They should help them feel good.

I  don't feel for it [having this illness]. Did I steal or what? Just like some people have a 

disease like diabetes, so this is also another illness.

Discriminating a mentally sick person is wrong. Even an elephant can fall down. So, I 

don't think it is correct to ridicule someone.

They should be cured with proper guidance. They should have a fear free atmosphere. In 

[local health centre], the ward boy R*had beaten me. Even my brother had not hurt me. 

They should be left freely. They cannot go out beyond the gate. They cannot see the sky. 

They should have everything. They should be left under the open sky. They have a green 

color dress because everyone wants to identify them but it is enough if only the ward boy 

knows about them. They all need true love..they should be loved.

Quotes By Persons With Schizophrenia
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Those who come in contact with these people, be it family members or people at the 

work place or be it neighbours, they should not disturb them, they should not depress 

them, they should understand them. If you get annoyed then the patient, too, gets 

annoyed or panics. The most important thing is to be patient, you must skilfully speak 

warmly and get the work done from the patient and one must never depress him by 

saying things like 'you are not good at this thing', 'you have studied so much' or 'we have 

brought you up so well, [but] you turned out to be like this' and comparison should not be 

done with those of his age, like 'see the person of your age' 'see what he does and 'see 

your position', because with all this, the person starts feeling low and all this treatment 

taken for so many years takes a back seat .

Persons having this problem have some questions in their mind. There may be some 

matters in their mind that cannot be spoken out, so sitting with them and making them 

speak out such things and answering their questions can solve half of the problem, 

remaining half may be solved by the treatment.

I don't feel ashamed. He is very good at heart. It is an illness and it can happen to 

anybody.  I should see the better side of him.

Some even lock them [people with mental illness] up inside the house. If you segregate, 

what will happen? Your mind will become ill with the ailment. Now if you feed them 

alone and keep them like that, won't something happen because they are upset? We 

must not let them get upset. If you leave them like that, they will not become alright.

I would like to suggest that the patient should be cared for in a very affectionate way. 

They should not be more stressed. They [his  family members] must always encourage 

him saying that this is an illness which you can get through.

Quotes and Messages
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Sangath

Address: 841/1, Behind Electricity Dept.,

Alto Porvorim, Bardez, Goa - India 403 521.

E-mail: contactus@sangath.com

Phone no.: (91-832) 2414916 (91-832) 2417914

 www.sangath.com

Schizophrenia Research Foundation (India)

SCARF

R-7A North Main Road 

AnnaNagar West (Extn.)

Chennai 600 101, Tamil Nadu, India

Phone:+ 91-44-2615 3971; + 91-44-2615 1073

Email:info@scarfindia.org

www.scarfindia.org

Parivartan and Nirmitee

Address: Near Sahayog Hospital,

Behind Hotel Greenfield,

Sadar Bazar, Satara - 415001.

Ph. No.: (02162) 227307

Email:contact@parivartantrust.com

www.parivartantrust.com

NIMHANS

NIMHANS, Hosur Road 

Bangalore - 560029, India

Ph. No.:080-26995707, 080-26995010

www.nimhans.kar.nic.in
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