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Help-seeking Behaviors Among Caregivers of
Schizophrenia and other Psychotic Patients:

A Hospital-based Study in Two Geographically and
Culturally Distinct Indian Cities
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BSTRACT

Background: India is a country of several diversities and cultures, which may influence the help-seeking behavior of mentally
ill patients and families. Only a few Indian studies have focused on help seeking, especially for severe mental disorders.
Objective: The study aimed to describe and compare the help-seeking behaviors among caregivers of psychotic patients visiting
psychiatric clinics at two distinct cities of India. Materials and Methods: This was a cross-sectional exploratory study of key
caregivers (N=>50) of patients with a DSM-IV TR diagnosis of schizophrenia and other psychotic disorders, visiting psychiatric
out-patient departments of VIMHANS, New Delhi, and CIMS, Bilaspur, Chhattisgarh. After due informed consent was taken, a
semi-structured proforma was administered for socio-demographic profile, illness details, causative beliefs, and information on
help seeking. Results: Supernatural forces were held responsible by 40% of the Bilaspur sample in contrast to 8% in New Delhi
sample. Faith-healers were initial contacts for 56% and 64% of sample, respectively, at New Delhi and Bilaspur. Faith-healers
followed by a psychiatrist formed the commonest pathway of care at both centers (32% and 36%, respectively). The sample at
New Delhi spent significantly more money (median: $4000 vs. $10) and traveled greater distances (median: 35 kmvs. 10 km) for
faith-healers during the course of illness. Two-thirds of sample in New Delhi and one-third at Bilaspur were aware of the nearby
psychiatrist at the time of initial help seeking; however, only 28% and 12%, respectively, chose psychiatrist as an initial contact.
The New Delhi sample reported a fear of medication adverse effects and stigma as perceived disadvantages of psychiatric help.
The median time lost at both the centers was 1 month, with a maximum of 8.4 years in New Delhi and 4.9 years in Bilaspur.
Of the total, 16% caregivers at New Delhi and 32% at Bilaspur center reported an intention to continue with faith-healing
practices alongside psychiatric care. Conclusion: In spite of differing causal attributions, the patients and families across these
cities may not be as different when it comes to behaviors related to help seeking for mental illness. Future large-scale studies
across various regions of India may help in determining sociocultural and regional patterns of help seeking in greater detail.
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national deficit of psychiatrists is estimated to be 77%.*
Further, there are only 500 clinical psychologists, 400
psychiatric social workers, and 900 psychiatric nurses,
against an estimated national requirement of 17,250
clinical psychologists, 23,000 psychiatric social workers,
and 3000 psychiatric nurses, pointing to a huge deficit of
mental health professionals.l*! The coverage of treatment
services is patchy and inadequate. Further, in many parts
of India and other developing countries, the medical
model of care is considered as external and more faith is
put on magico-religious or faith-based healing methods.
These healing traditions are typically based on notions of
supernatural affliction, such as spirit possession, sorcery,
and religious healing.*]

The pathway of care is the sequence of contacts initiated
by the patients or families in their efforts to seek care.
The pathway and the associated help-seeking behaviors
help us in identifying the possible sources of delay in
presentation. An understanding of the way in which
people seek help for mental disorders is important
for planning mental health services, coordinating the
psychiatric referrals, and enhancing the treatment-seeking
attitude.>®’ Goldberg and Huxley proposed a model
that people with psychiatric problems initiate care by
consulting their general practitioners, who may refer
them to psychiatric facilities.”) While this may be more
true for well-resourced western countries, it has been seen
that patients from low-resourced developing countries
rely more often on non-professional care.*)

Very few Indian studies have focused on the pathways
or help-seeking behaviors of psychiatric patients.'!
Further, their samples mostly comprise common mental
disorders (e.g. depression, anxiety, somatoform, etc.)
presenting to clinics and only limited information
is available on help-seeking behaviors for psychotic
disorders. It is likely that help-seeking behaviors may
have regional differences depending on accessibility to
mental health services, prevailing perceptions of mental
illness, and other sociocultural factors.

The present study aimed to describe and compare the
pathway of care, help-seeking behaviors, and causative
beliefs among caregivers of schizophrenia and other
psychotic patients visiting the psychiatry clinics at two
geographically and culturally distinct Indian cities. As
the two cities contrasted in several socioeconomic and
cultural factors, we hypothesized that the help-seeking
behaviors would differ significantly between the two
study centers.

MATERIALS AND METHODS

This was a cross-sectional, hospital-based study
conducted simultaneously at the out-patient clinics of
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a neuropsychiatric hospital in New Delhi, India, and
the psychiatry department of a Government Medical
College in Bilaspur, Chhattisgarh. These settings were
chosen as both these centers provide specialized care
and mental health services to a large number of mentally
ill persons in the catchment area and are located in
two distinct cities of North and Central India, which
contrast in several social, economic, and cultural
parameters, as described below.

Delhi

With the second highest population (17 million) in
India, it is a major cultural, political, and commercial
center located in northern India.l'?) The economy
of Delhi has a contribution of 78%, 21%, and 1%,
respectively, from tertiary (e.g. service sector), secondary
(e.g. manufacturing), and primary (e.g. agriculture)
sectors. The average annual per-capita income (66,728
INR/US$1080) is 2.5 times higher than the national
average and poverty rates are 8.2% compared to the
national average of 26%.!'*!* The state of Delhi has
a surplus (13%) of psychiatrists, considering an ideal
number of one psychiatrist per lakh population.?! Over
time, the capital city, satellite cities, and adjoining
suburban and rural areas have evolved into a pool of
various Indian cultural styles with people migrating from
other parts, along with influences of westernization and
globalization.

Bilaspur, Chhattisgarh

Bilaspur is a city with a population of 0.3 million,!"*
located in the central Indian state of Chhattisgarh.!'?
It a traditional culture-rich state with low population
density, huge biodiversity, and coverage of forests in
44% area.l'">!%! Nearly 80% of its population is rural
(of which 33% is tribal), and economy is based on
agriculture followed by horticulture, animal husbandry,
and power or steel industries.'®!”! Certain sociocultural
beliefs pertaining to witchcraft and sorcery are
widespread, even though it is the only Indian state to
introduce a separate legislation for witchery. Various
magico-religious and supernatural beliefs related to
health and illness are part of the cultural upbringing,
especially among rural and tribal areas. The psychiatric
services are grossly inadequate, with an average
estimated deficit of 92.8% for psychiatrists.*

Study settings

Centre I (Vidyasagar Institute of Mental Health
and Neurosciences (VIMHANS), New Delhi):
Established in 1980s, it is a specialty hospital
providing a comprehensive range of mental health
services, including out- and in-patient psychiatry,
psychological services, rehabilitation, community
out-reach, school-based programs, and community
awareness activities. It is also a teaching hospital for
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postgraduate psychiatry and conducts regular training
activities for mental health professionals.

Centre II (Chhattisgarh Institute of Medical Sciences
(CIMS), Bilaspur): Established in 2001, it is an
Medical Council of India (MCI)-approved, state-funded
undergraduate teaching institution with an annual
intake of 100 medical students. In addition to
out-patient and in-patient psychiatric care, the teaching
and training activities are conducted for undergraduate
medical students and interns in the field of mental
health. The institution was established to provide
quality medical education and health care, particularly
to the tribal, backward, and rural community of
Chhattisgarh.

Study criteria and sample

The study sample comprised a total of 50 key caregivers
of schizophrenia and other psychotic patients (=25 for
each center). The patients of all age groups and either
gender presenting with a psychotic illness for the first
time at any of the two study centers during the same
month were screened by pre-defined criteria. Patients who
fulfilled the DSM-IV TR!'8) diagnosis of schizophrenia
and other psychotic disorders and were accompanied by
the key caregiver were selected. The key caregiver was
defined as the family member or relative aged 18 years
and above, who accompanied the patient to hospital,
had almost a daily regular and uninterrupted contact
with the patient, resided in the same family or near to
patient’s residence, and was actively involved in patient
care. Presence of mental subnormality, significant head
trauma, substance dependence (other than nicotine) in
the patient, and non-availability of the key caregiver were
the exclusion criteria.

Study procedure

After a written informed consent was taken, the key
caregiver was interviewed in detail using specially
designed semi-structured proforma which covered the
following areas: (a) socio-demographic profile — age,
gender, residence, education, religion, socioeconomic
status, relationship to patient; (b) details pertaining
to patient’s illness, including onset and duration;
(c) understanding about the likely causes of patient’s
illness and behavior; and (d) information on pathway of
care and help-seeking behaviors, including the contact
person(s), distance to nearest psychiatrist, awareness of
nearby mental health services, resources spent in help
seeking, and delay in reaching professional care. The
study was conducted in accordance with the ethical
standards of Declaration of Helsinki. Full confidentiality
was ensured in presentation of the results.

The data were analyzed using SPSS version 17.0.
Descriptive statistics are presented. Mann-Whitney
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test was used to compare mean ranks across two groups
in case of non-parametric data. Chi-square test was
used, wherever suitable, for categorical variables.

RESULTS

There were a total of 50 key caregivers assessed at both
the study centers, which comprised mothers (30%),
fathers (24%), spouses (14%), brothers (12%), sons
(6%), daughters (6%), and other relatives (10%) of
the patient.

Socio-demographic characteristics

Table 1 shows the socio-demographic profile of the
sample at both the study centers. Nearly two-thirds
(76%) of caregivers at New Delhi study center were
educated till matriculation or above, while 68% of
the caregivers at Bilaspur study center were either
illiterate or had <10 years of education. Majority
(80%) of the sample at the New Delhi study center
belonged to middle socioeconomic status, while the
majority (84%) in Bilaspur study center belonged
to lower socioeconomic status. Sixty percent of the
sample belonged to urban areas at the New Delhi center
and to rural areas at the Bilaspur center. Rest of the
socio-demographic parameters, including age, gender,
marital status, and religion, were similar in distribution
across the two study groups.

Patient illness characteristics

Table 1 shows the patient illness characteristics at both
the study centers. Schizophrenia was the diagnosis in all
but one patient in study center I, while schizophrenia
and schizophreniform disorder were present in 56%
and 16%, respectively, in study center II. The mean
duration of psychotic illness was 98.0+76.9 months at
study center I and 19.4+20.6 months at study center
II. The median duration of psychotic illness is shown
in Table 1. The illness duration was significantly longer
for patients seen at study center I compared to study
center II (Mann-Whitney U=60.00; Z=4.82; P<0.01).

Caregivers’ understanding of illness causation
Table 2 shows the frequency of major themes reflected
in caregivers’ responses. The commonest theme in
study center I was psychosocial stress (48%) and the
commonest theme in study center II was supernatural
forces (40%) as the possible causation of patient’s
illness.

Pathway of care and help-seeking behaviors

The help-seeking behaviors for both the study centers
are shown in Table 3. Faith-healers were the initial
contact persons for a majority of patients in study
center I (56%) and study center II (64%), as seen in
Table 3. The common pathways to first psychiatric
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Table 1: Caregivers’ socio-demographic profile and patients’ iliness characteristics

Study center I (New Delhi)

Study center II (Bilaspur)

Age
Mean+SD
Gender %

Male
Female

Education %
Illiterate
Primary/under matriculate
Matriculate/higher secondary
Graduate and above
Marital status %
Married
Unmarried
Widow/er
Residence %
Urban
Semi-urban
Rural
SES %
Lower
Middle
Upper
Religion %
Hindu
Muslim
Others
Diagnosis of the patient %
Schizophrenia/schizophreniform
Brief psychotic disorder
Delusional disorder
Psychosis NOS
Duration of psychotic illness
Median (range)
All sample
Excluding brief psychotic disorder
Prominent symptoms at time of presentation %
Delusion of persecution and/or reference
Delusions of control
Other delusions
Auditory hallucinations/hallucinatory behavior
Disorganized speech
Disorganized behavior
Socially withdrawn
No productive work
Poor oral intake
Aimless wandering outside home
Violence/aggression
Suicidality

72 (12-360) months
72 (12-360) months

46.4+11.5 years 42.4+13.5 years

17 (68) 17 (68)
8 (32) 8 (32)
3(12) 7(28)
3(12) 10 (40)
9 (36) 6 (24)
10 (40) 2(8)
22 (88) 18 (72)
3(12) 3(12)
0(0) 4 (16)
15 (60) 9 (36)
4 (16) 1(4)
6 (24) 15 (60)
1(4) 21 (84)
20 (80) 4 (16)
4 (16) 0(0)
21 (84) 21 (84)
2(8) 14
2(8) 3(12)
24 (96) 18 (72)
_ 4(16)
- 1(4)
L4 3(8)

12 (0.1-72) months
18 (1-72) months

18 (72) 17 (68)
3(12) 3(12)
4(16) 3(12)
10 (40) 13 (52)
9 (36) 6 (24)
7 (28) 10 (40)
6 (24) 9 (36)
18 (72) 18 (72)
4(16) 2(8)
1(4) 2(8)
5 (20) 7 (28)
1 (4) -

SES — Socioeconomic status

care in study sample I were: (a) faith-healing followed
by a psychiatrist (32%; 8), (b) seeking a psychiatrist’s
consultation directly (28%, 7), and (c) physician
followed by a psychiatrist (16%; 4). The common
pathways to initial psychiatric care in study sample
IT were: (a) faith-healing followed by a psychiatrist
(36%; 9), (b) faith-healing followed by a physician
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followed by a psychiatrist (24%; 6), and (c) physician
followed by a psychiatrist (20%; 5).

The awareness of a nearby psychiatric service/s at the
time of initial help seeking was present in 76% and 32%
of the sample, respectively. The median time lost in the
subsample which sought faith-healing was 4.5 months
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(10 days to 8.4 years) in study center I and 3 months
(6 days to 4.9 years) in study center II (Z=0.87;
P=0.38). Of the total caregivers, 16% of study center
I and 32% of study center II reported an intention
to continue with faith-healing practices alongside the
psychiatric care.

On exploring the perceived reasons for seeking
faith-healing and perceived disadvantages of psychiatric
help, the prominent themes to emerge in study center
I were as follows: (a) fear of possible adverse effects of
medications, e.g. medications are sedating or addictive;
(b) medical treatment is often too lengthy in duration;
and (c) psychiatric help perceived as stigmatizing. In
contrast, the sample at study center II did not per se
report any disadvantages of medical care, and the main
themes to emerge were: (a) prior positive outcomes
with faith-healing in self and others; (b) causation was
perceived to be supernatural, which needed a religious
person rather than a doctor; and (c) as there was no

Table 2: Caregivers’ understanding of iliness causation -
Major themes

Major themes Study center I Study center II
(New Delhi) (Bilaspur)

Supernatural forces 2 (8) 10 (40)
Psychosocial stress 14 (48) 5(20)
Biological reasons 8 (32) 5(20)
Heredity 4 (16) -
Lifestyle factors 4 (16) 3(12)
Secondary to physical illness 2(8) 6(24)

The responses add up to>100% as some caregivers reported more than
one causative factor

physical problem, a medical doctor was not considered.
The most common reason reported by almost all the
caregivers for switching from faith-healing to a medical
treatment was non-improvement or only a temporary
short-lasting improvement with the faith-healing.

DISCUSSION

The study describes and compares the help-seeking
behaviors adopted by the caregivers of psychotic
patients presenting to psychiatric clinics at two
geographically apart cities of India. The cities are
contrast to each other in several social, cultural, and
economic parameters, as well as availability of mental
health services.

The caregivers at both the centers were comparable in
age, gender, marital status, and religion. The educational
and socioeconomic status was relatively higher in
New Delhi sample compared to Bilaspur sample, which
is representative of average population profile across the
two cities.['*!”] Nearly 60% of New Delhi sample and
36% of Bilaspur sample was from urban areas, while
the rest were from adjoining suburban or rural areas.
The psychiatrists are generally available at the more
central or city locations and patients often travel from
surrounding rural areas to the nearest city for seeking
treatment. There were no major differences in the
clinical symptomatology and patient behaviors at both
the centers, though the median duration of psychotic
illness was significantly longer in patients presenting
at New Delhi study center.

Table 3: Help-seeking behaviors for patients with schizophrenia and other psychotic disorders

Frequencies/median (range) Mann—Whitney

Study center I (New Delhi) Study center II (Bilaspur) U test

Initial contact person %

Faith-healers 14 (56) 16 (64)

Psychiatrists 7 (28) 3(12) -

Physicians 4 (16) 5(20)

Unqualified practitioners - 1(4)
Second contact person %

Faith-healers 2(8) 1(4) -

Psychiatrists 12 (48) 14 (56)

Physicians 3(12) 6(24)

Alternate treatment 1(4) 1(4)
Awareness of nearby psychiatric service/s at the time of initial help seeking 19 (76) 8(32) -
Distance to nearest psychiatric service 5 km (1-100) km 25 km (1-300) km 7=1.23; P=0.22
Distance traveled for faith-healing (max) 35 km (10-1300) km 10 km (1-100) km 7=3.95; P<0.01
Time to seekinitial help from any source (A) 2m (0.25-24) m 0.25m (0.1-6) m Z=4.15; P<0.01
Time to seek help from a psychiatrist (B) 6 months (0.25-108) months 2m(0.1-61) m Z=1.34; P=0.18
Lost time (B — A)

All sample (n, = n,=25) 1 m (0-100.5) m 1 m (0-59.8) m 7=0.75; P=0.45

Subsample seeking initial help from faith-healers (n,=14; n,=16) 4.5m (0.3-100.5) m 3m(0.2-59.8) m 7=0.87; P=0.38

Money spent on faith-healing till date (INR+) 200,000 INR (0-15,00,000) 500 INR (0-50,000) 7Z=4.01; P<0.01

Intention to continue the faith-healing simultaneously %

4(16) 8(32) -

50 INR =1 US$
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The supernatural forces were held responsible for
patient’s behavior in nearly 40% of the Bilaspur sample
in contrast to only 8% in New Delhi sample. Earlier
studies from Indial'*?” have shown magico-religious
phenomenon (black magic) as a frequent causal belief,
which was reported by over 70% of clinic sample in
Vellore, a city with a population of nearly 0.3 million
in South India. A separate study from the metropolitan
city of Chennai (a state capital with population over 5
million) found that only 12% of families reported a
supernatural causation for schizophrenia.?!! It is of
interest to note that the findings from Vellore and
Chennai centers were in remarkable contrast to each
other, and draw a parallel to the causal attributions seen
in the present study.

The socio-demographic as well as local cultural factors
of a city are likely to influence the illness-related beliefs
and perceptions.*! The New Delhi sample appeared to
favor biopsychosocial causation more often compared
to Bilaspur sample. It could be due to more access to
information, higher level of awareness, growing western
influences, and a trend of moving away from indigenous
concepts toward the gradual adoption of biomedical
model. Nearly 36% caregivers in New Delhi and 16%
Bilaspur center held more than one kind of belief to
explain the abnormal behavior of patient. This is in
accordance with previous studies from India and other
developing countries which have found patients to hold
multiple beliefs about causation.2-

Another main finding of the study is that the pathways
and initial help seeking at New Delhi center were
not remarkably different from the Bilaspur sample.
The caregivers in New Delhi and Bilaspur showed
a similarly high reliance on faith-healers (56% and
64%, respectively) and similar delays in time to reach
psychiatric care. The sample at New Delhi was rather
found to spend significantly more money (median of
$4000 vs. $10; P<0.01) and traveled significantly
greater distances (median of 35 km vs. 10 km; P<0.01)
to seek help from faith-healers. This could be due to
better socioeconomic status or a longer duration of
psychosis. Nonetheless, it points to a similar pattern
of help-seeking behaviors across two cities despite an
obvious difference in causal attributions. It seems that
the traditional methods of help seeking which have been
passed across generations may be deeply ingrained in
people. These socioculturally sanctioned methods of
help seeking may not show an immediate and drastic
change with an increasing affluence, socioeconomic
progress, or exposure to a globalized culture of a
metropolitan city.

Nearly one in two psychotic patients at both the centers
was initially taken to faith-healers for help. A previous
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study from Gwalior, India, found that faith-healers
were sought by 68% of patients mostly suffering from
severe mental disorders./”) Another multicenter study
which focused on general psychiatric (mostly neurotic)
patients across five different hospitals of India found
that samples from Delhi (42%) and Kerala (74%) had
higher frequency of psychiatrists as initial contacts and
samples at Ranchi (43.4%) had the highest frequency
of faith-healers as initial contacts. Earlier studies
from Delhi®!!' have also found psychiatrists to be the
most common initial contacts; however, nearly 90%
of their sample comprised common mental disorders.
It is possible that help-seeking process may differ for
psychotic patients whose behaviors are clearly odd and
disorganized, coupled with a reluctance to visit a doctor.

Interestingly, two-thirds of sample in New Delhi were
aware of the nearby psychiatrist at the time of initial
help seeking; however, only 28% sought psychiatrist as
an initial contact. The reasons for choosing faith-healers
over a psychiatrist could be multifold and appeared to
differ across the two centers. The sample at Bilaspur
reported prior positive outcomes with faith-healing,
supernatural causation, and a lower awareness of
mental illness and its treatment, while the sample
at New Delhi reported the fear of adverse effects
of medication, length of psychiatric treatment, and
perceived stigma of visiting a psychiatrist. The sample
at New Delhi appeared to harbor misconceptions and
stigma pertaining to psychiatric treatment in spite of
having higher education and resources. It appears that
even though Delhi has a surplus of 13% psychiatrists,*!
mere availability of mental health services may not be
enough to change the attitude and behaviors of people.
Active efforts must be made to reduce the stigma and
enhance the acceptability and perceived safety of
psychiatric treatment. There is a need for a greater
sensitization and awareness to get professional help
early in the course of schizophrenia and other psychotic
disorders, especially as an early diagnosis and treatment
is known to influence patient’s outcome.

Even though India, like other developing countries,
has made considerable progress with regard to mental
healthcare, faith-healers are frequent care providers
for majority of psychiatric patients, and in some
instances, caregivers may revert back to faith-healers
or simultaneously seek help from modern as well as
traditional methods of therapy.!®*#* Nearly 32% of
Bilaspur sample and 16% of New Delhi sample reported
an intention to continue the faith-healing alongside the
medical treatment. This pluralistic approach to medical
treatment has been reported from Indial'?*°!as well as
from other developing countries.**7! It emphasizes the
importance of socioculturally sanctioned pathways in
the help-seeking process. From a clinical perspective, it
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is important for psychiatrists to take into account the
individual’s perceptions and attitudes toward illness
and not be overtly dismissive of their efforts at seeking
simultaneous help from traditional sources.

The factors causing delay in help seeking may vary
from region to region depending on sociocultural
profile, education, societal attitude toward mental
illness, perceptions, myths, beliefs, stigma, availability/
accessibility of psychiatric services, and previous
experience of receiving psychiatric help.t” There is a
need to delineate help-seeking behaviors and pathways
of care as well as their determinants in the developing
countries. The awareness of mental disorders in
general population could address cultural myths and
stigma related to psychiatric disorders, consequently
enhancing the treatment-seeking attitude from
mental health professionals. It is important that the
interventions to enhance awareness and treatment
seeking from mental health care facilities be provided
in a culturally appropriate and socially acceptable
fashion.

The study has several limitations. It was a pilot study
with relatively small sample size. Findings across two
cities may be different in larger samples. It was a
hospital-based sample, and the help-seeking process and
beliefs may be different in community populations. The
recall bias may have been introduced while obtaining
help-seeking information from the caregivers. The role
of various socio-demographic variables, e.g. education,
rural-urban residence, etc., in help seeking was not
explored in view of the small sample size. Future
large-scale studies across various regions of India may
help in determining sociocultural and regional patterns
of help seeking and pathways of care.

To conclude, the caregivers at New Delhi study center
attributed the illness to biological and psychosocial
reasons more often in contrast to Bilaspur with a
preponderance of supernatural causative beliefs. The
caregivers at both the centers displayed broadly similar
help-seeking behaviors for mental illness, with a higher
reliance on faith-healers as initial contacts. In spite
of several socioeconomic differences across the two
city samples, the patients and families may not be as
different, when it comes to behaviors related to mental
illness.

*Findings from this study were presented as poster
at IV International Conference on Schizophrenia,
Schizophrenia Research Foundation-SCARF
(co-sponsored by WPA, WHO IPS, Douglas Hospital
Research Centre and RCP) held at Chennai, India, from
20 to 22 Oct, 2010.
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