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Review

Lonely in a crowd

—— The effect of mental illness on sufferers and their families

Smita N. DESHPANDE M D, D.P. M. Senior Psychiatrist

Mental illness affects not only the unfor-
tunate sufferers themselves, but the family:
parents, children, spouse and friends too. This
stigma operates at multiple levels (community,
societal, familial, individual) to dehumanize
and delegitimize individuals with mental dis-
orders (Hinshaw and Cicchetti, 2000). Mental-
ly ill people are regarded as unable to look
after themselves or perform any productive
work.

Mental iliness may be regarded as a curse
due to moral weakness (“bad deeds”), or some-
thing shameful that runs in families (bad
blood) (Agarwal, 1998). The belief that it is
due to the effect of evil forces also exists, but
this belief is gradually being replaced in
educated societies with half baked knowledge
about the “psychological causes” and “ways to
combat mental illness through strength of
mind” models of mental illness. The mentally
ill person is supposed to get over the illness by
being strong, by battling the symptoms, and
carrying on as if nothing has happened.

No one can “see” mental illness the way a
fever can be felt or a broken limb seen. Yet the
moment a sufferer speaks, or behaves in an
atypical way, the observer knows something is
wrong and more often than not, reacts
negatively. The reaction may take the form of
blaming everything the sufferer does on his/
her illness. It is as if the person is lost and only
the illness remains.

The stigma of mental illness seems to be a
fear of the unknown and a symbolic fear of
one’s own vulnerability. The observer seems
to feel that “there but for the grace of God go
I”. But unfortunately, a rejecting or fearful
reaction is more common than a positive
sympathetic one.
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Some Examples

Here are a few case studies of the effect of
this rejection and fear, also called “stigma” and
how it affects sufferers and carers. Identities
have been disguised.

Subhadra was in her senior year in school
when she fell ill with schizophrenia. She used
to believe that her father poisoned her curry
and then molested her through this poisoned
curry. Her parents sought the best treatment
for her, but stopped her schooling, possibly
due to her odd beliefs and their embarrass-
ment about these beliefs. Now a decade later
this beautiful girl remains uneducated, un-
trained and dependent.

People are conversely also ready to label
anyone as mentally ill at every sign of ab-
errant behaviour. One person who was aloofly
non-cooperative (and non-productive) in office
was sent to the psychiatry department to be
declared medically unfit for service because
one day he lost his temper and threw some
books around. There had never been any prior
symptoms of mental illness. Thus men suffer
from discrimination and stigma just as much
as women, in their case the teasing and
shunning often begin in the workplace.

Sometimes families themselves victimize
sufferers because of their wrong beliefs. One
woman, a schizophrenia sufferer, was not al-
lowed to touch anything in her house because
of the family’s mistaken belief that the disease
was infectious!

Marriage, Mental Illness and The Burden
In India, the chief duty of the parents of
grown-up children is to get them married. Par-

ents go to any extent to hide mental illness in
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their children, rightly believing that revealing
this fact will jeopardize the marriage. Yet
with changing social mores, such unfortunate
marriages end in divorce, if not something
worse.

After getting married to another doctor
after the onset of her illness a lady doctor
almost immediately attempted suicide possi-
bly due to the stress of adjusting to her hus-
band’s joint family. Her mother had always
refused to believe that her brilliant daughter
had been ill in any way but the suicide attempt
precipitated matters and psychiatric treat-
ment was begun. However possibly fearing
shame and stigma, every time this lady doctor
visited her, her mother would ask her to stop
medicines and “snap out of it”. Her unreal
voices, her fears were all imaginary. The lady
doctor would obey. Finally the stress proved
too much and she jumped from the eighth
floor of her building.

Conversely, sometimes the lack of insight a
sufferer has into mental illness can take a
terrible toll on carers. Take for instance an old
gentleman whose wife suffered from bipolar
disease with the severe mood swings char-
acteristic of this disease. During her manic
phases she would remain sleepless, often wan-
dering outside the house at night. The hus-
band was so scared of something bad hap-
pening to his wife that he too would not sleep
in spite of the various physical illnesses he
suffered from. Finally, he had a heart attack
and the wife and young son were left to cope
on their own.

Very often the greatest hidden burden falls
on the children. They are racked by guilt at
the illness of their parent, and wonder if their
own children will fall ill due to such illnesses
running in families. Sometimes these children
refuse to marry or subsequently refuse to bear
children for fear of abnormalities in their prog-
eny.

Some friends suffer too. I know of a lady
who looks after her friend with bipolar
disorder and treats her like a normal capable
and lovable person. Yet the moment she falls
ill, this patient is often the first to blame this
friend/caretaker and find faults with her. I am
glad to say that in spite of these ups and
downs the friendship has endured over several
yvears and several episodes of illness.

Unfortunately, the sufferers may them-
selves internalize these negative perceptions
about themselves. In such cases the negative
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stereotyping becomes a self fulfilling pro-
phecy. Yet as the movie “The Beautiful Mind”
illustrates, mental illness is no bar to crea-
tivity. Several studies from India and other
developing countries have shown that where
expectations from such sufferers about
working and earning their own living are
high, outcome can be surprisingly good and a
majority of sufferers remain in gainful em-
ployment.

FEAR OF VIOLENCE

Mentally ill persons are often viewed with
fear because people feel they will become vio-
lent at no provocation. This is simply not true.
While people with schizophrenia are significa-
ntly more likely to be violent than other mem-
bers of the general population, the proportion
of societal violence attributable to schizophre-
nia is small (Walsh, Buchanan and Fahy, 2002),
and the proportion of violent crime in society
attributable to schizophrenia consistently falls
below 10%. Less focus on the relative risk and
more on the absolute risk of violence posed to
society by people with schizophrenia would
serve to reduce the associated stigma. .

Just like all crimes, the majority of violent
crimes are committed by “normal” people,
whether violent or otherwise. Of course if a
mentally ill person feels s/he is being un-
reasonably labeled or restrained, s/he is likely
to protest sometimes with violence. The
rationale for shutting up mentally ill people in
mental asylums used to be the fear of their
violence. With early and adequate treatment,
violence among the mentally ill has almost
disappeared today.

COMBATING STIGMA

Not only serious mental disorders, even rela-
tively less disabling ones such as headaches
and anxiety are also stigmatized. Women fall
ill with depression more often, yet they are
stigmatized as pretenders or deliberately as-
suming symptoms. Adopting a medical model
of illness and an increased emphasis on biolog-
ical causes of mental illness may help combat
stigma (Schreiber and Hartrick, 2002). From
this perspective, the current genetics revolu-
tion can be seen as a source of hope. Biological
attributions could conversely increase stigma,
for example by making the ill person seem
‘defective’ or ‘physically distinct’” — ‘almost a
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different species’ (Phelan 2002).

How to combat stigma? With modern sci-
entific treatment the most severely and chron-
ically mentally ill people can recover and go
back to work even if partially disabled. The
more a disorder is hidden, the more it is feared
and stigmatized. Both sufferers and carers
need to come out in the open and declare their
illness, discuss its symptoms and find new
remedies. An example is that of mentally
retarded persons. In India the parents fought
for the right of their intellectually handi-
capped children to have special schools,
disability insurance and reservations in jobs.
Many parents’ organizations began schools for
these special children. Ultimately these activ-
ities reduced stigma and guilt and helped
achieve social acceptability for these children.

A similar mass movement by all people
involved with mental illness is needed. Such a
movement has received a boost in India with
the formation of a number of family and
sufferers groups working together (at present
only for the rights of the mentally ill). It is
hoped that this movement will grow to
encompass rehabilitation, treatment, care and
after care too. It is hoped that Disabilities Act
of the Government of India will also help bring
out the illness in the open. Under this Act
specified disabilities are certifiable and certain
concessions and job reservations are provided
to such disabled people.

Since Independence, partly due to shortage
of resources and partly due to genuine
concern, treatment of mental disorders has
moved away from the mental hospitals into
the general hospitals and in some places even
into the community in India. Regular psy-
chiatric camps are held to identify and help
sufferers and make them aware of treatment
modalities available. This helps combat stig-
ma by emphasizing that these are illnesses like
any other medical illness. Mental illnesses are
treatable. This knowledge encourages early
entry to care, improves outcomes and lessens
the stigma and discrimination related to
mental illness (Herrman, 2001). Moreover in
spite of having to live with sorrow, anguish,

constant worry, guilt and shame, caring for a
mentally ill relative:- can nevertheless be
enriching and satisfying (Yanos, Rosenfield
and Horwitz 2001). As mental health person-
nel learn to depend on caretakers to improve
the sufferer’s quality of life, this is an aspect all
should be aware of.
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