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Abstract

Background: The primary caregivers in particular and the family as a whole have to bear the burden and
responsibilities of providing the treatment of schizophrenia patients from its early stages up to the rehabili-
tation and assimilation of the patient with the society at large.

Material and methods: The study was conducted in Silchar Medical College Hospital, Silchar, Assam,
India and for a period of one year commencing from 2nd January 2007 with the aim to determine the so-
ciodemographic patterns of chronic schizophrenia, and to ascertain the type and severity of family burden

in chronic schizophrenia in the study population.

Results: The frequencies of type and severity of family burdens in our study were as follows—disruption
of routine family activity (65%), financial burden (62%), disruption of family recreation (54%), disruption
of family interaction (32%), effect on physical health of others (21%) and effect on mental health of others
(11%). Correlation coefficient between different types of burdens faced by the family are highly positive
irrespective of age, sex, religion, locality, family pattern, marital status, education, occupation and socio-

economic status of the patients.

Conclusion: As it comes out that not only financial but the effects on other familial activities are equally
burdensome, so, the aim of the treating physicians must also be directed to the issues of burden of the

disease too.
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Introduction

The course of schizophrenia is not always predictable.
Both health professionals and families are often frustrated
and such frustrations are enhanced by an acute care model
that lacks a longitudinal perspective and thus sets a rela-
tively low value on maintenance treatment and rehabilita-
tion. Over the last 50 years, the locus of care has shifted
from long term hospital based care to acute hospital care
and community based services. In Indian context the asylum
based treatment is withdrawn by the Government of India
and thus the burden of treatment and management has been
shifted to families. The estimate of the overall financial bur-
den to these families is increasing enormously. But the less
fortunate patients may have no place to live, may be forced
to live in circumstances of isolation and hopelessness, or
may end up in jail. Given its severity, the illness affects the
patient, his or her family, and society. Schizophrenia has
been a long misunderstood condition to patients, their fami-
lies, society and remarkably, too many in the medical and
psychological fields.

There have been several estimates of the cost of schizo-
phrenia over the last 50 years, beginning with Rashi Fein’s
landmark study for the Commission on Mental Illness.[1]
Dorothy Rice broke down the direct costs in her paper on
the economic impact of schizophrenia in the United States.
[2] This was an update of her previous work with Leonard
Miller on estimates in putting economic data and indicators.
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[3] Direct cost included mental health organisations (i.e.
community mental health centres, treatment centres etc.),
short stay (acute) hospitals, physician and other profession-
als, nursing homes, medications and support costs. The in-
direct cost included the morbidity and mortality associated
with such a pervasive, chronic illness. The indirect costs as-
sumed estimates of loss of productivity and governmental
support needed to maintain the patient.

Competitive employment has been estimated at less than
20% for severely mentally ill persons and probably less for
patients with chronic schizophrenia. One important goal of
any medical treatment is to maintain patients as functional
and independent in the community as possible. Stigma can
manifest itself internally by the patients as a belief that they
are defective and undeserving; and it may place barriers to
person’s full integration in to their community. The lack of
societal acceptance that this is an illness requiring emotional
and financial support is extremely hurtful to the families.

The primary caregivers in particular and the family as a
whole have to bear the burden and responsibilities of pro-
viding the treatment of schizophrenia patients from its early
stages up to the rehabilitation and assimilation of the patient
with the society at large. This is a long and tedious course
in most of the cases and the family members have to face
lot of stresses and burden during the whole process. So it is
obvious that the family has got an important role to play in
the overall management, both psychopharmacological and
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psychological, of chronic schizophrenia patients. But this
important area has never been examined systematically in
this part of the country. So, with this study we tried to ex-
plore the various aspects of this particular subject in relation
to our sociocultural setup.

Methods and materials

The study was conducted in Silchar Medical College
Hospital, Silchar, Assam, India and for a period of one year
commencing from 2nd January 2007 with the aim to deter-
mine the sociodemographic patterns of chronic schizophre-
nia, and to ascertain the type and severity of family burden
in chronic schizophrenia in the study population. This in-
stitute caters to the people of the southern part of Assam,
which comprises of the districts of Cachar, North Cachar,
Karimganj and Hailakandi. In addition, people from the
neighbouring states of Manipur, Mizoram and Tripura also
came to this institute for treatment and related issues. The
Department of Psychiatry also provides vital service to the
people of this region. Annually about one thousand and five
hundred new patients and approximately more than three
thousand of old patients receive treatment in this depart-
ment both as inpatients as well as outpatients.

The study population consisted of family members of
patients of schizophrenia (according to the tenth revision of
the International Statistical Classification of Diseases and
Related Health Problems [ICD-10])[4] for duration of more
than two years. The patients of both genders were taken into
study provided they were above 18 years of age.

Exclusion criteria for the study were: Major chronic
mental illness in other member in the family, presence of as-
sociated mental retardation, alcoholism and other drug use
and personality disorders, significant long standing physical
illnesses including diabetes mellitus, bronchial asthma, neu-
rological diseases, epileptic disorders and patients in whom
organic cause was suspected or when caregivers themselves
suffered from any serious illnesses.

Free and voluntary consent for participation in the study
was needed. The study was approved by the institutional
ethical review board.

Sampling procedure: Cases were taken using serial sam-
pling procedure i.e. all consecutive 100 cases attending the
outpatient department (OPD) of psychiatry of the institute
fulfilling the inclusion and exclusion criteria. In all cases de-
tailed history was taken and all the cases were subjected to
detailed physical and neurological examination to exclude
organic causes.

Tools used were: Sociodemographic data collected using
a proforma designed and standardised in the Department of
Psychiatry of the institute, ICD-10 diagnostic criteria and
family burden scale. The scale had been designed by Pai
and Kapur[5]. Six categories of objective burden (each con-
taining two to six items) were measured—financial burden,
effect on family routine, effect on family leisure, effect on
family interaction, effect on physical health and effect on
mental health. Each category of item was assessed on a
three point scale (no burden=0, moderate burden=1, severe
burden=2). After completion of interview, the rater was ex-
pected to make an overall assessment of burden on similar

scale. This scale was tested on 30 patients by two different
consultants of the department and validity of the scale was
tested. Test-retest reliability and inter-rater reliability were
also assessed between the two consultants before it was fi-
nally accepted as tool for the investigation.

Interview procedure: After obtaining necessary consent
all the cases selected for the study were interviewed in detail
using the tools (interview pattern was flexible to elicit maxi-
mum data). The time spent for each patient ranged between
45 to 60 minutes. While interviewing the patient, if the at-
tention of the patient was found to be diverted, interview
was stopped and resumed after a break. For all cases privacy
of interview was strictly maintained.

Analysis of data: The sociodemographic variables were
descriptively analysed. The collected data about burden
scale were tabulated and the severity of burdens was cal-
culated based on frequency. The correlation between the
burden categories was calculated to the sociodemographic
factors. Pearson’s correlation coefficients were calculated
to find the relationship between two variables. Analysis of
variance (ANOVA) was done to study the difference in the
variation of the variables.

Results and observations

Sociodemographic profile: In the study group it was
observed that most (around 70%) fell below 40 years and
divided almost equally in the 18-35 years (36%) and 31-
40 years (35%). Only three percent of cases were above 60
years. Sixty two percent of the cases were male. Sixty seven
percent were from Hindu religion, and 30% from Islam and
the remaining followed other religions. Most of the cases
(80%) were from a rural background. Fifty six percent of
the cases were married and ten percent were either widow,
widower, separated or divorced. Seventy nine percent were
staying in a nuclear family. Almost half the cases (43%) had
education from fourth to tenth standards, 23% had educa-
tion above tenth standard and 12% had no formal educa-
tion. None had postgraduate degrees. Highest majority of
the cases (31%) were unemployed, 22% were housewives,
16% had small businesses and 13% were daily wage earn-
ers. None were professionals. Fifty three percent of cases
were from low socioeconomic status and eight percent were
from high socioeconomic group. It was found that 39% of
cases had two to five years of illness, while 32% were suf-
fering from a period of six to ten years. Twenty nine percent
had illnesses of more than ten years duration.

Type and severity of family burden (tables 1 and 2): The
frequencies of type and severity of family burdens in our
study were as follows—disruption of routine family activity
(65%), financial burden (62%), disruption of family recre-
ation (54%), disruption of family interaction (32%), effect
on physical health of others (21%) and effect on mental
health of others (11%). Thus the least common with 11%
was effect on mental health of others.
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Showing Distribution of type and severity of Family
Burden in Chronic Schizophrenia in our set-up
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Figure 1 The type and severity of family burden in chronic schizophrenia
cases.
FB=financial burden, DRFA=disruption of routine family activity,
DFR=disruption of family recreation, DFI=disruption of family interaction,
EPH=effect on physical health of others, EMH=effect on mental health of
others

Showing distribution of 5 (five) common most severe
burden in our study
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Figure 2 The five common most severe burdens.

FB=financial burden, DRFA=disruption of routine family activity,
DFR=disruption of family recreation, DFI=disruption of family interaction,
EPH=effect on physical health of others, EMH=effect on mental health of
others

It was observed that correlation between different types of main
burden of the family were positive irrespective of age distribution of
the patients. In most cases correlation coefficient ranged from 0.99
to 0.79. The correlation coefficient of disruption of family interaction
with effect on physical health recorded least. Disruption of routine
family activity was found maximum in age group 18-30 years of the
patients.

When burdens of family were tested for variation with age of the pa-
tient, the relation was found statistically significant (5.893826 >F0.01
4.77 at (4, 16) d.f.). All the main sources of burdens of the family under
study were found maximum of the patient in age group 18-30 years,
followed by the age group 31-40 years and it was found least in the age
group 41-50 years with 60 and above recorded least.

Correlation between patients’ gender and fam-
ily burden was found to have no positive statisti-
cal significance. Thus both sexes produce equal
amounts of burdens on the family. However, there
were differences in the type of burden. While for
male patients, disruption of family activity came
first, followed by financial burden the frequency
was reversed in case of female patients. Similarly
in religion distribution also overall burden was
similar across all religions.

In terms of locality of the patients, it was noted
the rural group reported financial burden and ef-
fect on family routine, while in the urban group
more effect on family routine and leisure was
noted. Effect on family interaction was recorded
least in urban group.

Calculated F value for family pattern (nuclear
or joint) was 28.40322 > F0.01 8.65 at (2, 8) d.f.
Hence, the null hypothesis was rejected. All the
main burdens of the family were found maximum
in nuclear family of the patients and least in ex-
tended family. It was observed that correlations
between different types of main burden of the
family were positive (0.99) irrespective of family
pattern of the patients.

Financial burden and effect on family routine
were mainly faced by the married patients. All
patients were found having high effect on fam-
ily routine irrespective of the marital status. The
correlation coefficients of the patients who were
single with that of married, widower and divorced
were highly positive irrespective of family bur-
dens. The correlation coefficients between sepa-
rated to other marital status were found minimum
but with widow and married it recorded negative.
Negative correlation meant movements in the op-
posite direction i.e. their attitude was different in
respect of burdens. All the types of main sources
of burden of the family were found in married pa-
tients followed by the single. Widower and sepa-
rated recorded least.

All main burdens of the family were maximum
in those having the educational qualification rang-
ing from four to ten.

Discussion

In the study 70% of the cases were below the
age group of 40. Average age of the patients was
found as 36.68 years. The mean age in the study
conforms to those conducted by Thomas et al.[6],
who found the mean age to be 31.43 years, where-
as Creado et al.[7] in their study at urban munici-
pal general hospital in India, found the mean age
to be around 36 years.

The gender distribution showed the same
pattern as found by Creado et al.[7] in a psy-
chiatry OPD based study of urban India where
male:female ratio as 1.5:1 which was almost equal
to our findings. Again Jungbauer et al.[8] from
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Germany found 54% of the cases as male and 46% of the
cases as female. But in another study conducted by Thomas
et al.[6] in India found much higher cases from male (80%)
in comparison to female (20%) only.

Eighty per cent of the cases we studied came from rural
areas and 20% from urban. These also reflect the population
pattern of this region. We had also found higher percent-
age (79%) of the cases coming from nuclear family. As the
stress and strain along with economic burden and social in-
security are much more in nuclear family than in joint and
extended family, the incidence of major mental disorders
are probably more in nuclear families. It may also be at-
tributed to the fact that the traditional way of joint family
system is gradually going down in our society from what it
was 25 years before.

In this study the highest percentage of cases were in
“married” group (56%). Probably socioeconomic status of
female, role of marriage as institution in society as well as
other factors are much different in those Western countries
than that of us. The lower mean age of the study population
could also be contributing factor.

Occupation, education and socioeconomic status: In our
study maximum number of cases i.e. 43% were educated
between class four to ten and as a whole 77% of the cas-
es had education below matriculation (including illiterate
group) and high percentage were unemployed (31%). Since
this is highly representative of the population data compari-
son to foreign studies would be unfair. An Indian study con-
ducted by Thomas et al.[6] found 68.5% of their cases hav-
ing monthly income less than 5000 rupees which is almost
similar to our findings.

In our study, the duration of illness in 39% of the patients
was from two to five years group followed by 32% from
six to ten years group. In their study conducted by Roick et
al.[9] in Germany and Britain found duration of illness in
both the countries as 13 years. Jungbauer et al.[8] in Leipzig,
Germany found duration of illness as 15 years. Socioeco-
nomic background, affordability may be the reason behind
this variation between our finding and that of others.

Type and severity of family burden in chronic schizo-
phrenia: We used the scale “interview schedule for assess-
ment of family burden”. We had found disruption of routine
family activity have affected severely in 65% of the cases
and moderately in 33% of the cases. On the other hand 62%
of the cases felt the financial burden severely and 36% mod-
erately. Family recreation was affected severely in 54% of
the cases and moderately in 42% of the cases whereas fam-
ily interaction was disrupted severely in 32% of the cases
and moderately in 63% of the cases. Out of the six areas that
we had explored in our study, the five areas that had affected
the families most commonly and severely were as follows:
disruption of routine family activity (65%), financial burden
(62%), disruption of family recreation (54%), disruption
of family interaction (32%) and effect on physical health
of other family members (21%). So we found that in most
of the areas, the family members or caregivers of chronic
schizophrenia faced the severe crisis or burden.

Thomas et al.[6] found highest percentage of burden in
disruption of family routine followed by disruption of fam-

ily interaction, financial burden, disruption of family lei-
sure, effect on mental health of others than effect on physi-
cal health of others. This finding goes almost in the same
line with that of ours. Of course the financial burden which
ranks third in this study, ranked second. In our study this
may be due to the difference in the status of financial condi-
tions of these regions.

In another study conducted by Perlick[10] found 38% of
burden for patient’s helplessness, 34% burden in problem
behaviour and resource demands and 21% in impairment in
activities of daily living. On the other hand in another study
conducted in rural Ethiopia by Shibre et al.[11] found the
highest family burden in the domain of financial difficulty
(74.4%). This is partially higher findings than that of ours
(62%) which may again be due to difference in financial
conditions of the populations of the two countries. Again
Grad and Sainsbury[12] reported that 33% of family prob-
lems were due to restriction of social and leisure activity, an
equal number was affected by domestic routine and house
hold work and only 25% are having financial constraints.

Limitations of our study were: We had taken only 100
numbers of cases which was very less in number as com-
pared to the size of the population of catchment area. As
the study was restricted only to the OPD of psychiatry of a
tertiary care teaching hospital, this study may not reflect the
exact picture of family burden in chronic schizophrenia in
the community at large. Also, no control group was taken
in our study.

In conclusion, the study was conducted to assess the bur-
den of schizophrenia in the population served by the institu-
tion, and it was found the pattern and effects are as found
in other studies conducted across the world. As it comes out
that not only financial but the effects on other familial ac-
tivities are equally burdensome, so, the aim of the treating
physicians must also be directed to the issues of burden of
the disease too. We would also like to urge health planners
to incorporate these areas while drawing out health plans
to make treatment of psychiatric patients a whole affair be-
yond reducing the symptoms.

Acknowledgements: S Debroy, Principal, Janata College,
Cachar for his immense help for the statistical part; Subir Kar,
Academic Consultant, Assam University, Silchar for his Ben-
gali translation of the proforma.

References

1. Fein R. Economics of mental illness. New York: Basic
Books; 1958.

2. Rice DP. The economic impact of schizophrenia. J Clin Psy-
chiatry. 1999;60 Suppl 1:4-6; discussion 28-30.

3. Rice DP, Kelman S, Miller LS, Dunmeyer S. The economic
costs of alcohol and drug abuse and mental illness: 1985. Re-
port submitted to the Office of Financing and Coverage Policy
of the Alcohol, Drug Abuse, and Mental Health Administra-
tion, U.S. Department of Health and Human Services. DHHS
Pub. No. (ADM) 90-1694. San Francisco: Institute for Health
and Aging, University of California; 1990.

4. World Health Organization. The ICD-10 Classification of
Mental and Behavioural Disorders: Clinical Descriptions and
Diagnostic Guidelines. Geneva: World Health Organization;
1992.

-156-



volume 3 number 2

5. Pai S, Kapur RL. The burden on the family of a psychiatric
patient: development of an interview schedule. Br J Psychiatry.
1981;138:332-5.

6. Thomas JK, Suresh Kumar PN, Verma AN, Sinha VK,
Andrade C. Psychosocial dysfunction and family burden in
schizophrenia and obsessive compulsive disorder. Indian J
Psychiatry. 2004;46:238-43.

7. Creado DA, Parkar SR, Kamath RM. A comparison of the
level of functioning in chronic schizophrenia with coping and
burden in caregivers. Indian J Psychiatry. 2006;48:27-33.

8. Jungbauer J, Wittmund B, Dietrich S, Angermeyer MC. The
disregarded caregivers: subjective burden in spouses of schizo-
phrenia patients. Schizophr Bull. 2004;30:665-75.

9.Roick C, Heider D, Bebbington PE, Angermeyer MC, Azorin
JM, Brugha TS, et al.; EuroSC Research Group. Burden on
caregivers of people with schizophrenia: comparison between
Germany and Britain. Br J Psychiatry. 2007;190:333-8.

10. Perlick DA, Rosenheck RA, Kaczynski R, Swartz MS, Ca-
iiive JM, Lieberman JA. Components and correlates of family
burden in schizophrenia. Psychiatr Serv. 2006;57:1117-25.

11. Shibre T, Kebede D, Alem A, Negash A, Deyassa N, Feka-
du A, et al. Schizophrenia: illness impact on family members in
a traditional society—rural Ethiopia. Soc Psychiatry Psychiatr
Epidemiol. 2003;38:27-34.

12. Grad J, Sainsbury P. The effects that patients have on
their families in a community care and a control psychiatric
service—a two year follow-up. Br J Psychiatry. 1968;114:265-
78.

-157-



