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Care Giving of People with Severe Mental Illness: 
An Indian Experience
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ABSTRACT

INTRODUCTION

Caring is a fundamental issue in the treatment for 
PersonsWith Severe Mental Disorder (PWSMD). 
The onset of a mental illness in any family is often, 
and understandably, a time of turmoil. Most families 
are ill-prepared to deal with the initial onset of severe 
mental disorder in their family member.[1] Families 

generally have little knowledge of mental illness, and 
find that they not only have to deal with the ups and 
down of illness but also need to deal with the stigma, 
and attitudes in the community.[1,2] Caring PWSMD 
can be a devastating stressor in any family, regardless 
of its strengths and resources available for coping 
with a family member with severe mental illness.[3] 
The presence of PWSMD impacts family members 
in several ways, disrupts the family functioning, 
affects the occupational and social functioning, and 
same been reported extensively in the literature as 
burden of care.[4-6] Both bipolar affective disorder and 
schizophrenia are associated with a considerable degree 
of perceived burden by caregivers.[7-11] The family 
provides considerable amount of care for their mentally 
ill relatives even though they experience burden[12,13], 
families view caregiving as their sole responsibility 
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toward their offspring with mental illness. Research 
studies in India have documented that the vast majority 
of PMSWD live with their family members, who are 
required to provide care and support for the extended 
periods of time.[14-16] Most of the time the caregiver’s 
efforts are neither recognized nor acknowledged and 
seen as plentiful resources freely available for caring 
people with mental illness.[17]

In India, the majority of PWSMD stay with their 
families.[14,15] Caregivers have a major role to play 
in the re-socialization, vocational and social skills 
training of the PWSMD, not only because of close 
family ties that exist in these traditional societies but 
also because developing countries lack rehabilitation 
professionals to deliver these services.[6] Carer burden 
is exacerbated by issues of poverty and illiteracy.[18] 
Such burden manifests in reduced caregiver well-
being[19], which admittedly depends in part on 
caregiver factors such as caregiving style.[20] In turn, 
as caregivers are less able to provide support to 
their ill relatives, their relatives’ well-being, and 
ability to remain in the community suffer.[21,22] It 
is well-researched and proved that community-
based interventions fasters the rehabilitation of 
PWSMD[17,23-25], same led developing and developed 
countries to invest more on community mental health 
programme rather than institutional care.[17,25-27] The 
emergence of community-based methods of care and 
the decrease in economic resources have led to a shift 
in the responsibility for the care of the ill individual 
from the institution to the family.[28,29] The paucity of 
mental health care has resulted families to shoulder 
more responsibilities of caring their mentally ill 
family member[17], whether it was by choice or our 
cultural influence or due to the lack of facilities, it is 
difficult to conclude, though there are some evidence 
to support that family involvement in care was and 
continues to be a preference of families.[30,31]

It is unfortunate that the experiences of the families 
with different types of severe mental illness have not 
been adequately studied and their strengths not been 
optimally utilized in the recovery of person with 
severe mental illness. Yet, there is limited holistic 
understanding, of both the difficult roles they play 
and the circumstances under which relatives look after 
persons with severe mental illness, as also the emotional 
and practical challenges they face through the different 
phases of the illness. The researchers in this study would 
like to study the different types of care required for 
people with different types of severe mental illness. The 
researchers are trying to find answers to the question 
of whether the caregiving differs during symptomatic 
phase and remission phase for people with different 
types of severe mental illness.

MATERIALS AND METHODS

The study aims at understanding the profile of the 
caregivers and the different roles of the caregiver while 
caring PWSMD. Descriptive research design was used for 
the present study. The population for the study include 
all the caregivers of PWSMD in the Mental Health 
and Development programme1 of Basic Needs India 
(BNI)2 implemented in partnership with the two non-
governmental organizations (NGOs) in Karnataka and 
one NGO in Andra Pradesh in India. The three partners 
of BNI are medium-sized NGOs working for people 
with disabilities using community-based rehabilitation 
(CBR) approach, formed the universe of the study. The 
partners of BNI are SACRED3 (Ananthapur) in Andhra 
Pradesh; Gramena Abiyudaya Seva Samastha (GASS)4 
(Doddaballapura) and Narendra Foundation (Pavagada)5 
in Karnataka. The sample consists of the caregivers of 
201 people with severe mental illness (assessed and 
diagnosed by the psychiatrist in mental health camps/
district hospital) availing care services for more than 
2 years. All the caregivers of 201 persons with severe 
mental illnesses were included for the present study.

Measures (developing caregiving checklist)
Thirty life stories written by BNI staff were reviewed, 
the roles of the caregivers from the life stories during 
the acute phase of illness and later during their recovery 
was recorded. The list of caregiving was prepared and 
circulated among the research team for their comments. 
The mental health coordinators6 from the three 
organizations were contacted, brainstormed with them 
to prepare the list of caregiving provided by the family 

1CBR programmes aims at empowering people with disabilities 
(PWD) in their own communities so that their rights are respected 
and safeguarded. Basic needs India (BNI) is capacitating NGOs/
community-based organizations (CBOs) to include mental health 
in their existing CBR programme.
2BNI is a trust working as a resource group in Mental Health and 
Development, capacitate NGOs and CBOs to include mental health 
programme in their existing community development activity. BNI, 
operate in parts of 8 states in partnership with 50 NGOs in South 
India, Orrisa, Maharastra, Bihar and Jharkhand.
3Sacred is an NGO implementing CBR for people with disability in 
Ananthpur rural mandal and Papuly rural mandal in Ananthpur and 
Kurnool district. The community mental health programme been 
included in their CBR programme.
4GASS is an NGO implementing CBR for people with disability in 
Dodabalapur taluk, Banaglore rural district. The community mental 
health programme been included in their CBR programme.
5Narendra Foundation is a NGO implementing CBR for people with 
disability in Pavagada taluk, Tumkur district. The community mental 
health programme been included in their CBR programme.
6The mental health co-ordinators are the co-ordinators of the mental 
health programme, they have attended series of training on mental 
health issues, rehabilitation and livelihoods. They are trained by the 
mental health professionals and development practitioners, hand 
holding support was provided to all the mental health co-ordinator 
by psychiatric social worker on a monthly basis.
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members. Both the lists were reviewed and an interview 
schedule was developed for collecting information about 
caregivers efforts and their role in the well-being of 
PWSMD. The interview schedule has four domains: 
Socio-demographic details of persons with mental 
illness; socio-demographic details of the caregiver; and 
caregiving: This section lists out four different types 
of caregiving activities which are classified as physical 
care, psychological care, medical care and social care; 
caregivers as resources. The families providing care for 
their needy mentally ill family member were coded 
as 1 and those families not providing care is coded as 
0. Thus, the caregiving was measured taking the total 
score. The researchers define physical care, medical, 
psychological and social care as follows: 

Physical care: One of the major symptoms of severe 
mental disorder (SMD) is deterioration in appearance, 
hygiene or personal care. This affects their social aspects, 
as many people would rather alienate themselves from 
someone who has poor personal hygiene than to tell 
them how they could improve.

Medical care: Medical care includes care provided 
through faith healers, black magicians, religious 
places, etc. Families do shopping with various available 
resources within community in search of cure. Persons 
with mental illness (PWMIs) are usually non-compliant 
with medications because of its treatment duration 
and side effects. Many would like to discontinue the 
medication which in turn results in relapse of the 
illness. The caregivers have to constantly monitor if 
the medicines are taken or not, their effects, etc.

Psychological care: Changes in thinking, perception, 
mood and behaviour are characteristic of SMD. It 
becomes very important to manage the PWSMD when 
s/he is psychologically and emotionally disturbed.

Social care: The stigma and discrimination associated 
with mental illness is huge. This manifests in the forms 
of denial of illness, harmful treatment, social boycott 
of the PWSMD and the family members, denial of 
property rights, marriage and legal separations, family 
members not getting marriage alliance, etc. Caregivers, 
especially among poor, suffer quite a lot. Caregivers are 
faced with twin challenges — their own livelihood and 
caring and managing a PWSMD in the family. Social 
care is a long-drawn process. This starts from acceptance 
of the PWSMD by her/his family first and then by the 
outside world.

Several steps were taken in building capacities of the 
partner staff on understanding the interview schedule 
on caregiving. Initially, the partners were consulted 
about the research study and discussions were held on 

the importance of recognizing the caregiving roles of the 
caregiver and use them as resource for the Community 
Mental Health Programme. The research team trained all 
the mental health coordinators in their local language for 2 
days in understanding the concept of caring for PWSMD 
and in understanding the interview schedule. The training 
includes role plays and demonstration of administering 
the interview schedule. This research created a platform 
for BNI to capacitate the field staff of the organization 
on the needs for recognizing caregivers and their roles in 
the recovery of PWSMD, and to utilize their resources 
for the programme. The process of data collection was 
empowering the caregivers in understanding their own 
role in the recovery process, acted as an intervention in 
making them realize their role in the rehabilitation of their 
severely mentally ill family member.

Researchers have defined symptomatic and remission 
phase as7.

Sample pilot interviews were conducted to helping 
them to familiarizing with the interview schedule. 
Finally the mental health coordinators administered 
the interview schedule after obtaining written consent 
from the caregivers. The data was coded and entered in 
the Statistical Package for the Social Sciences (SPSS), 
and used both descriptive statistics and parametric 
statistical analysis.

7

Symptomatic: A person during 
symptomatic phase exhibits 
gross dysfunction in physical, 
psychological and social 
functioning:

Physical symptoms: Dramatic 
change s  in  e a t ing  and 
sleeping habits, bowel and 
bladder disturbances, sexual 
d i s turbances  and many 
unexplained physical problems.

Ps y c h o l o g i c a l  s y m p t o m s : 
Irritability/anger; excessive 
fear,  worr y, anxiety and 
sadness; extreme highs and 
lows  in  mood;  thought 
d i s tu rbance s ,  con fu sed 
thinking, delusions, illusions, 
perceptual abnormalities, 
m e m o r y  d i s t u r b a n c e s , 
difficulty in concentration 
and gaining attention and in 
judging the situations.

So c i a l  s ymp t oms :  Soc i a l 
withdrawal, difficulty in 
maintaining personal hygiene, 
increasing inability to cope with 
daily problems and activities. 

Remission phase: The indicators for 
stabilization could be seen at two 
levels:

Individual level:
1. �Reduction of symptoms to a large 

extent and this stage is consistent 
for not less than 3 months, with 
or without treatment.

2. �Attending to self-care, personal 
hygiene and daily activities.

3. �Greater understanding of the 
situation and voluntarily taking 
the prescribed dose of medication.

4. �Regaining the insights, judgment, 
etc. 

5. �Showing interest to participate/to 
involve in the activities of family 
and community.

6. �Beginning to take responsibilities 
voluntarily and exploring gainful 
occupations.

Family level:
1. �Carer gets relieved of the burden 

and finds time to engage in her/
his own work.

2. �Increased understanding of the 
illness and its management results 
in appropriate support to the 
affected person.
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RESULTS

The sample equal number of males (101) and females 
(100), which reflect the general pattern in the population.

The diagnostic categories of mental illness identified 
were schizophrenia, affective disorders and psychosis. 
Nearly one-half of them have schizophrenia (47.2%), 
one-quarter had affective disorder (26.4%) and other 
quarter (26.4%) had psychosis NOS.

Table 1 describes that nearly half (46.2%) of the 
PWSMD are in the age-group of 21 to 35 years and a 
third (31.9) of the sample are in the age-group of 36-50 
years. About 15% were over 51 years. Only 5% were 
between 18 and 20 years of age. Not much difference 
has been found in terms of the age-group of various 
diagnosis. With regard to the sex of the respondents, 
more number of male were found in schizophrenia 
and psychosis NOS group when compared to affective 
group, probably because of more number of women with 
unipolar depression. The table indicates the prevalence 
of more number of illiterates among women, 40% 
of women are illiterate. The occupations of PWMIs 
varied. They seem to be mainly engaged in agriculture 
(farming), labour work and domestic work. A small 
number were engaged in small businesses and weaving, 
not much difference been observed among the different 
diagnostic categories. There seems to be some variations 
between male and female occupations. Domestic work 
is dominated by women, same trend is seen in all the 
diagnostic categories. Agriculture and weaving seems to 
be engaged by men more than women. Both men and 
women are almost equally engaged in coolie or labour 
work and small businesses. It is quite striking that among 
those not working, men are more in number, compared 
to women. Findings related to marital status brings out 
some interesting results. Majority (57.2%) of persons 
with mental illness were married. Among those who were 
single, men were almost double the number of women. 
Among those widowed, women were more in number. 
This could be because of the tradition of men remarrying. 
Divorce and desertion were seen among both men and 
women in all the diagnostic categories, though women 
seem to be affected more than men [Table 2].

All the caregivers hailed from rural India. Women 
caregivers were more in number (52.7%) compared 
to men. It is noteworthy that there were 47.3 % of 
male caregivers. Maybe, within the family, when men 
need caring, women are there and when women need 
caring, men are there. This implies the strength of the 
relationships within the family.

Majority of the caregivers (40.8%) were above the 
age of 51 years. This indicates the prevalence of aged 

caregivers. The responsibility of caregiving seems to 
be more with the older members in the family. Nearly 
three-fourths (34.3%) of the caregivers were above 36 
years upwards, and much beyond 51 years, constituting 
wives, siblings, their children and their spouses. 
Only about one-fourth (23.9%) were below 35 years, 
constitutes spouses and their children.

Table 1: Distribution of people with mental illness 
against socio-demographic variables
Variables People with 

schizophrenia-93
People with 

affective 
disorders-55

People with 
psychosis 
NOS-53

Total

Age-group of PWMI
18-20 years 3 1 6 10
21-35 years 41 23 29 93
36-50 years 35 19 13 67
51 years and above 14 12 5 31

Sex
Male 52 17 32 101
Female 41 38 21 100

Educational qualification
Illiterate 35 26 19 80
1-7th standard 22 16 24 65
8-10 standard 22 10 9 41
11-12th standard 9 1 1 11
Above 12th standard 2 2 0 4

Occupation
Not working 12
Agriculture 36 26 16 78
Coolie and labour 19 12 16 47
Domestic work 19 7 5 26
Salaried work 0 1 0 1
Business 2 6 1 3
Weaving 2 4 3 9
Student 4 2 3 9
Others 4 1 3 8

Marital status 
Single 27 8 16 51
Married 50 39 29 118
Divorced 3 2 1 6
Deserted 8 3 5 16
Widowed 5 3 2 10

Type of family
Nuclear family 52 17 32 101
Joint and extended 
family

41 38 21 100

Duration of illness
2 years 2 5 6 13
More than 2 years 
and less than 5 years

13 16 15 44

More than 5 years 
and less than 10 years

46 26 23 95

More than 10 years 32 8 9 49
Treatment duration

2 years 2 9 11 22
2-3 years 19 19 18 56
3-4 years 47 21 19 87
More than 4 years 25 6 5 36

NOS – Not otherwise specified; PWMI – Persons with mental illness
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The data presented bring out that almost all relatives 
within the family served as caregivers — fathers, mothers, 
husbands, wives, children, siblings, daughters, sons-in-law, 
grandmother, sisters-in-law and nieces. It appears that 
whoever was near the PWSMD took care of them. Majority 
of the PWSMD (67%) were taken care of by the caregivers 
for more than 5 years up to 10 years or more. Out of these, 
a large population was given care over 10 years.

Large number had the illness for more than 5 years, up 
to 10 years or even more (about 70%). This indicates 
that most people who were included in the study were 
having chronic mental illness [Table 3].

Care of PWSMD were seen in the present study as four 
different aspects of caregiving which are all converging — 
physical care, medical care, psychological care and social 
care. Each of these four aspects of caregiving was studied in 
terms of two phases of the lives of PWSMD, namely, the 
symptomatic and stabilized phase. It could be expected 
that the load/weight/burden of caregiving would get lighter 
as and when PWSMD show signs of remission, which 
essentially means ‘inclusion’ in mainstream development.

Physical care
When the PWSMD was highly symptomatic, s/he 
required significant amount of physical care which 

includes brushing teeth, bathing, combing hair, 
helping natures call and cleaning afterwards, sending 
for haircut, ensuring s/he wears clean clothes and 
feeding the person with severe mental illness. During 
acute phase, s/he is less aware of their physical 
appearance and personal hygiene. This required the 
caregiver to be alert all the time and watchful of the 
PWSMD. The physical caregiving is more are less 
same for all the types of severe mental illness. But 
upon treatment, the PWSMD tends to get out of their 
symptoms and become aware of their physical self. 
The close observation of mean scores indicates that 
people with affective disorder requires less support 
when compared to people with schizophrenia and 
psychosis NOS however is not statistically significant. 
Thus, it can be concluded that, in the three diagnostic 
categories of mental illness, namely, schizophrenia, 
affective disorder and psychosis, the differences in 
the mean scores of various aspects and dimensions of 
caregiving show that with reference to ‘physical care’ 
during symptomatic phase, the load of caregiving 
is more or less the same for all three illnesses and 
during the stabilized phase, the weight of caregiving 
got reduced for all the illnesses more or less in the 
same way.

Medical Care
When the PWSMD is symptomatic, s/he requires 
assistance in taking medicines or reminders to 
take them; observing and reporting side-effects; 
approaching faith healers; temple churches, black 
magicians for recovery; motivating the person with 
mental illness to undergo treatment and spending 
money on the same; bringing the person to the camps 
regularly; if hospitalization is required, then being 
with the person with mental illness in the hospital and 
meeting his needs; carers administering the medicines; 
coming up with tricks, like mixing it with ragi balls, to 
ensure medicine intake; motivating the person with 
severe mental illness to take medicines; observing the 
changes; etc.

But once s/he is in remission, the amount of caregiving 
reduces, when the PWSMD realizes the importance 
of treatment and takes the responsibility of taking 
medicines and attending the camps on their own. 
However, in certain chronic cases, the caregiving is seen 
to continue even when the PWSMD is free of symptoms. 
The mean distribution and the f value indicates the 
statistically significant difference with regard to medical 
care during symptomatic and stabilized phase among 
people with schizophrenia, Affective disorder and 
psychosis indicating that when symptomatic, people 
with affective disorder require more medical care than 
people with schizophrenia or psychosis. Whereas when 
stabilized, people diagnosed with schizophrenia require 

Table 2: Distribution of caregivers according to their 
age, relationship and duration of care

Schizophrenia Affective 
disorder

Psychosis 
NOS

Total

Sex of the caregiver 
Male 45 29 21 95
Female 48 26 32 106

Carers age-group
18-20 years 0 1 1 2
21-35 years 23 14 11 48
36-50 years 26 24 19 69
51 years and above 44 16 22 82

Relationship with PWMI
Father 21 5 8 34
Mother 19 10 18 47
Husband 11 18 9 38
Wife 17 11 7 35
Offspring 10 6 3 19
Brothers and sisters 9 3 4 16
Others (daughter-in-law and 
son-in-law, grandmother, 
sister-in-law, niece)

6 2 4 12

Duration of caring
2 years 2 5 5 12
More than 2 years and less 
than 5 years

13 23 18 54

More than 5 years and less than 
10 years

41 21 21 83

More than 10 years 37 06 9 52

NOS – Not otherwise specified; PWMI – Persons with mental illness
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more medical care, as compared to people diagnosed 
with affective disorder and psychosis. In conclusion, 
‘medical care’ again, the weight remains more or less 
the same for the three illnesses during the symptomatic 
phase and there was reduction of load showing a similar 
pattern in stabilized phase.

Psychological care
The psychological care for people with severe mental 
disorders includes: Treating the person with love and 
affection, caressing the person whenever the person 
is restless, listening to the person when s/he speaks, 
comforting the person when upset, confining the person 
where no one goes (isolating the person), allowing the 
relatives or others who are nice to the person to come, 
be with the person and speak to the person, to engage 
in activities from small tasks to big tasks, listening to 
the person with mental illness what work he wants to 
do and if feasible, encouraging him/her to do it and 

engaging the person with mental illness in household 
work, decision-making and communication.

With reference to the aspect of psychological care, 
the difference in mean scores is not significant among 
different types of severe mental illness and in the two 
phases of illness. This indicates that psychological 
caregiving continues even after remission. This implies 
that the emotional support and care need to be continued 
for PWMIs so that they gain confidence and strength 
within themselves for some more time after they get 
well. The caregivers need to take initiatives and create 
opportunities for the person to be involved in productive 
activities. They need to comfort the person, motivate 
and encourage the person to lead good quality of 
life. In conclusion, load of ‘psychological care’ for all 
the three illnesses more or less remained same during 
symptomatic and stabilized phases — indicating the need 
for continued emotional care and support for PWSMD.

Social care
The aspect of social care of PWSMD is quite complex 
as it goes beyond the individual mental strength — 
namely, making the community understand that his/
her behaviour is only due to illness, preventing the 
community from abusing physically, mentally and 
sexually, taking the person to religious and social 
functions of only close relatives, encouraging the person 
with mental illness to mingle and interact with friends, 
safeguarding the property rights of person with mental 
illness, honouring/helping fulfill the wish of the person 
with mental illness to get married and lead a normal life, 
not compromising mutual interests and participating 
in self-help group (SHG) activities.

Social acceptance means ‘social inclusion’. They are 
enabled to be accepted by the wider community and 
to participate in the community activities. The data 
in the table presented shows that ‘social inclusion’ is a 
complex and hence a long-time process as it requires a 
change in the perspectives of the community as a whole. 
The difference in mean scores of different diagnostic 
groups during the symptomatic and remission phases is 
negatively significant. This clearly indicates the social 
care would increase with the remission and continues 
for a duration not easy discernable. In other words, the 
activities for enabling social inclusion become a reality 
only when they are in remission.

The caregivers expressed that they could overcome their 
problems of giving care to PWMIs by being patience, 
taking the advice of the field staff, giving medicines 
regularly and supporting the persons with mental illness 
in completing their half-done jobs. In one case, the 
mother severed her relationship with her son because 
she wanted to care for her daughter who was mentally ill.

Table 3: Mean scores of types of care during 
symptomatic and remission phases for different types of 
people with severe mental disorders
Types of caring Mean 

score
Standard 
deviation

F value P value

Physical care (symptomatic)
Schizophrenia 3.9 2.6 0.485 0.617
Affective disorder 3.7 2.5
Psychosis NOS 4.2 2.4

Physical care (remission)
Schizophrenia 1.6 2.4 0.885 0.414
Affective disorder 1.1 2.3
Psychosis NOS 1.7 2.6

Medical care (symptomatic)
Schizophrenia 12.9 4.2 3.041 0.050*
Affective disorder 13.5 3.2
Psychosis NOS 13.4 2.0

Medical care (remission)
Schizophrenia 9.5 4.7 2.944 0.55^
Affective Disorder 7.6 4.3
Psychosis NOS 8.2 5.0

Psychological care (symptomatic)
Schizophrenia 8.4 4.7 1.636 0.197
Affective disorder 8.8 4.2
Psychosis NOS 9.8 4.5

Psychological care (remission)
Schizophrenia 8.1 4.4 0.034 0.967
Affective disorder 8.2 4.4
Psychosis NOS 8.2 4.2

Social care (symptomatic)
Schizophrenia 1.8 1.7 4.945 0.008*
Affective disorder 2.6 1.6
Psychosis NOS 2.5 1.6

Social care (remission)
Schizophrenia 5.2 2.8 0.712 0.492
Affective disorder 4.8 2.9
Psychosis NOS 4.6 2.9

NOS – Not otherwise specified
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DISCUSSION

The socio-demographic profile of the person with mental 
illness and the caregivers is consistent with that of the 
earlier studies conducted on the person with mental 
illness and caregivers in the community settings.[26,29] 
All caregivers were close family members like parents, 
spouses, siblings and their children. The present study 
reveals that more number of caregivers were above the 
age of 51 years, the responsibility of looking after the 
PWMI lies on the older family member as they are at 
home and given the responsibility of caring. This proves 
that in India, the cultural factors such as strong family 
ties, family systems, family environment have reduced 
the burden of care on the state. In India PWMI is 
always accompanied by the family member as compared 
to other countries where caregivers are not necessarily 
family member.[12,14]

Women provide the majority of informal care to their 
mentally ill people, daughters and daughter-in-laws 
provide care to their mentally ill parents and to their 
parents-in-law. It is noted that more number of spouse 
(husband/wives) do provide care for their mentally ill 
spouse. The study also reveals that 47.3% of them are 
male caregivers like husbands, fathers and sons who 
have taken the responsibility of caring their mentally 
ill family members. Men do provide care for their ill 
female family member with the help of the extended 
families, but the same is not shared or spoken to others 
and they do not participate in the caregivers meeting. 
They provide care silently. Most of them were relatives 
even before marriage (consanguinity). The caregivers 
play many roles while caregiving: Health provider, care 
manager, friend, companion, surrogate decision-maker 
and as an advocate.[1,32] Several studies have proved 
that the percentage of family or informal caregivers 
who are women range from 59% to 75%. The average 
caregiver is a female aged 46 year old, married and 
working outside the home. Although men also provide 
assistance, female caregivers may spend as much as 50% 
more time providing care than male caregivers.[33-35] 
It is often observed that for any consultations or 
caregivers gathering/meeting, more number of women 
represents or escorts their family member with mental 
illness. The representation from the male caregivers 
is less, mainly because of their engagement in the 
livelihood activities but men do share the responsibility 
of providing care for their female mentally ill family 
member. Even though men do not participate and vocal 
about the care they provide, they do spend more time 
for their loved one’s having mental illness. The trend 
of increasing care providers from male family members 
have been observed in the studies even though most 
caregivers are women who handle time-consuming and 
difficult tasks like personal care.[36] But at least 40% of 

caregivers are men,[36] growing trend demonstrated by 
a 50% increase in male caregivers between 1984 and 
1994.[37] While family members irrespective of gender 
usually wish to be involved in the care of their loved 
ones and would appreciate an opportunity.[34]

The present finding concludes that people with all 
severe mental disorder would require same amount of 
care during symptomatic phase and load of caring get 
reduced in the remission for all people with different 
types of severe mental illness. Very few studies have 
been conducted to look at the experiences of the 
caregivers, and many studies have looked more in 
terms of burden of caregiving people with different 
forms of severe mental disorders. Some studies suggest 
that caregivers of schizophrenia suffer same degree 
of burden when compared to caregivers of affective 
disorders[38,39] whereas other study suggests that the 
burden is higher on the caregivers of schizophrenia[8] 
when compared to the caregivers of affective disorder 
has been inconclusive.

In the study, researchers have found that people with 
schizophrenia and psychosis require more medical care 
even after remission when compared to people with 
affective disorders. Since no earlier study has compared 
the caregiving roles for people with schizophrenia, 
affective disorders and psychosis NOS, it is not possible 
to compare our findings with the available literature. 
The PWSMD had been ill for a longer period of time 
and had been in the community mental healthcare 
programme with weekly home-based follow-up from 
the field staff for a minimum period of 2 years. This 
made the caregivers to realize the need for encouraging 
their severely mentally ill family member for more 
socialization and inclusion in the community.

In the present study, the researchers have found that 
people with schizophrenia, affective disorders and 
psychosis NOS require same amount of social care 
during remission phase. This suggests that overall all 
types of severe mental illness requires same amount 
of care. The severe mental illness has more negative 
impact on caregivers because of the continuous 
illness, being dependent, finding difficult to involve in 
productive activity and requirement of large amount of 
care for people with severe mental illness. Caregivers 
not only need to provide care for people with severe 
mental illness but also need to face the brunt of stigma 
associated with the illness. This finding is similar to 
earlier studies.[40-42]

The types of care required also varies; physical care 
and medical care required more during acute phase/
symptomatic phase, psychological care continues, 
followed by social care even after the person recovers 
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from the illness. Caregivers have to spend more time 
when their family member is symptomatic as they 
need to care for their personal hygiene, calm down 
during emotional outburst and take the brunt of abuse 
and assaults from their mentally ill family members. 
Caregivers’ involvement in direct and indirect care 
changes over time, in response to the stage of illness 
and treatment, and caregivers must be able to adapt 
to changes in the amount, level and intensity of care 
demands.[43] Caregivers often take the support of 
other family members during acute phase in order to 
deal with the stressful situation of caring mentally ill 
during symptomatic phase. Similar observation been 
reported by Given et al.,[43] in their study found that 
secondary caregivers left the care situation over time 
and only returned with increased physical care needs. 
It was found[44] that there were significant changes 
over time for the carers while their family members 
with mental illness are in patients treatment, most 
striking was a reduction in the severity of caring 
difficulties post treatment phase. Caregivers of 
people mental illness face different challenges and 
they are affected by cultural and social attitudes 
to the illness, and these have important effects on 
the level of burden experienced. Caregivers do have 
stress while caring their mentally ill family members, 
their stress and burdens need to be addressed in the 
interest of person with mental illness. Caregiving for 
chronically mentally ill family members disrupts the 
normal functions of families, and it almost always 
causes stress in the family. Examining caregiving 
within the context of stress theory, they have[45] a 
distinction between primary stressors, caused by 
performing the work required to care for the sick 
family members, and secondary stressors, problems 
that emerge in social roles and relationships as a result 
of caregiving. This distinction highlights the fact 
that caregiving work is not only stressful because it 
requires the performance of difficult physical care and 
medical care like administering medicines, follow-ups, 
involvement in productive work and encouraging, 
but also because of secondary stressors: Marital 
discord, social isolation, economic strains and family 
dysfunction.[46]

The caregivers’ needs should be understood and 
addressed; they have variety of psychosocial needs: 
Understanding illness, managing the ill family member, 
dealing with stigma, involving them in to community 
activities, etc.[4,47,48] There is a need for developing 
psychosocial interventions for caregivers in order to 
address their mental health and their needs. Caregivers 
needs of caring and concerns of caring should be 
supported in order to enhance the quality of care and 
to reduce the burden of caring. A study in India carried 
out to understand the needs of families of those with 

mentally ill members and the impact of family level 
interventions at the community level on those families, 
revealed that the psychosocial problems of families were 
related to their high level of expectations (of the person 
with mental illness) and of their emotional (over) 
involvement.[49] Other problems, from the perspective 
of both caregivers and patients, lay in the question 
of patients’ marriages and general rehabilitation into 
society. The study concluded that ‘family members 
have multiple needs when living with a person with 
chronic schizophrenia. The needs should be understood 
and met to enhance the functioning of the family to 
provide care and thereby reduce emotional problems 
of the family members’.[49]

The nature of the relationship between caregiver and 
the mentally ill person, interpersonal relation within 
the family, pre-existing emotional resources of the 
caregiver, type of the family, coping ability of the 
caregiver, availability of economic and social support 
personality of the caregiver, caregiving beliefs and 
values have been found to be significant related to the 
caregiving.[9,50-52] The structure of the family as well as 
their life stage as a family, e.g., elderly parents caring for 
an adult with severe mental illness, or a former family 
breadwinner incapacitated by mental illness will have 
its effect on the caring. This can also present challenges 
to caregivers.[53,54]

The recent trends in the community-based intervention 
have raised many expectations from the family, as they 
are viewed as primary caregiver of their mentally ill 
family member. Families are now seen as a principal 
source of support and an important partner in the 
rehabilitation of the mentally ill The responsibilities are 
most often assumed by the immediate family member, 
carries the heaviest part of the family burden.[9,55-58] 
Caregivers who are highly burdened and distressed 
may have diminished coping resources and exercise 
less resilience in dealing with crises or exacerbations 
of the patient’s illness.[59] The caregivers should be 
acknowledged and looked as resource in the mental 
health programme. The caregivers should be included, 
consulted and their voices should be recorded while 
we draft the mental health policy for the country. The 
national mental health progamme should incorporate 
caregivers as resources and initiate programme for the 
enhancing the well being of unheard caregivers.

The present study was conducted in order to understand 
the caregiving of the families, their role in the recovery 
of their mentally ill family member. Their contributions 
to the recovery would never get emphasized nor 
acknowledged. There is a need for measuring and 
understanding caregivers roles in the recovery of the 
person, which is a hidden cost not getting reflected 
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in the cost arrived at treating people with mental 
illness in their homes and in communities. In India, 
0.83% of the total health budget is spent for mental 
health services[60], does this includes the hidden cost 
of caregiving, a question to be reflected and answered.

The study addressed a clinically important topic that 
has rarely been explored in research. The current study 
has some limitations. The sample was selected in a non 
random sampling taking all the beneficiaries of the 
CBR programme. Some of the findings of caregiving 
giving experience may be confound by the differences 
seen in the socio cultural background of the area. The 
duration of illness and the clinical status also determine 
the caregiving experiences. It included a relatively small 
number of caregivers when compared to vast prevalence 
of severe mental illness. The researcher used research as 
a tool for creating awareness among the field workers 
and the caregivers about the importance of their role 
in the recovery of people with mental illness. The 
aim of research was to empower the caregivers with 
the information and make them realize the invisible 
efforts they are investing for their mentally ill family 
member. The data was collected by the different mental 
health coordinators using interview schedule after 
attending the two days of training. The mental health 
coordinators do not have formal research training, 
and been involved in data collection of this sort may 
act as limitation for the present study. The primary 
caregiver been interviewed for the present study, there 
are other caregivers in the family who also shares the 
burden of caring, researchers would have interviewed 
multiple caregivers and got their understanding of the 
caregiving process, which would have add value for the 
present study.

CONCLUSION

To conclude, the present study highlights that caregiving 
roles will be similar and the experiences also similar for 
all caregivers of people with schizophrenia, affective 
disorder and psychosis NOS. There is a significant 
relationship between the acute phase of the illness and 
caregivers burden of providing physical care, medical 
care and psychological care. The social care starts once 
the person with illness is moving towards the remission 
phase. Modern medical interventions and technologies 
that have extended the lives of chronically ill persons 
have increased the responsibility of families for caring 
for the sick. Many chronic illnesses like mental illness 
that once signaled institutionalization can now be 
managed by CBR and medical interventions, caring 
people with severe mental illnesses in their homes. The 
caregiver performs more or less similar caregiving roles 
and feels it is their responsibility of caring a mentally 
ill family member, do not like to shift the responsibility 

on the government. Moreover, the escalating costs of 
healthcare in most countries has led to restrictions) of 
institutionalization and encouraging community care 
and family care as it foster the rehabilitation process.[61] 
Thus, it is necessary to understand the role of caregiver 
in the recovery process, adequately acknowledged 
and recognized, often to be reminded so that they 
would recognize their roles themselves, would act as 
motivating for them to continue to care their mentally 
ill family member. Their exist a need for developing 
specific intervention package to empower the caregivers, 
need to see them as resource rather than just recipients 
of mental health services.
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