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Speaking for Myself

Of care and care-givers

PRABHA DESIKAN- TRIVEDI

Some time ago, my husband and I had to take on the role of care-
givers for an elderly relative with manic-depressive psychosis. It
was admittedly a daunting task, considering that we had full-time
jobs and a one-year-old to look after. Given the social structure in
our country where the family traditionally takes care of its older
members, it was what was expected of us. It was a humbling
experience, witnessing her attempts to battle the triple demons of
mental illness, old age and the loss of dignity.

This lady had led a hard life, mothering a large family, with not
much of a support system to fall back on. She had struggled to
make ends meet most of her life, taking hardships in her stride, till
one day, she just seemed to give up the struggle, and subse-
quently, had the first symptoms of manic-depressive psychosis.
When she came to us, the stoicism that had been her hallmark had
all but disappeared. She swung from mania to depression, and
back to mania again. True to her disease, she would insist that she
was perfectly all right, did not need any professional care, and in
the same breath, accuse us oflabelling her as mentally ill. As care-
givers, we had to practically put our lives on hold as she went
through professional psychiatric care, counselling and medica-
tions till she regained some semblance of normalcy. During the
entire process, there were times when we were at the brink of
despair, wishing that the concept of institutionalized care was
more acceptable in our country-but acceptable to whom? To the
family, perhaps. I couldn't see myself at her age, with or without
a mental illness, willingly accepting institutionalized care.

The elderly, by tradition, are revered in our country. From
childhood, we are taught to treat the elderly with courtesy and
respect. Their ailments are to be understood, accepted and handled
with due care, in order to enable them to maintain their dignity,
and their status in the hierarchy of their families and communities.
It sounds easier said than done, but in the days when joint families
were the norm, there was a huge support system of uncles, aunts,
cousins and siblings to fall back on. With the winds of 'western-
ization' (which, I feel, is unfairly blamed for most of the problems
in our society), there has been a shift towards nuclear families.
Greater mobility and better job prospects have placed family units
in diverse geographic locations, and all this has happened within
one life span. An entire generation, who had, in their youth,
looked after an assuredly demanding older generation, who now
feel that it is their turn to put their feet up and be taken care of, is
left stranded. The concept of living independently is too alien for
them to stomach. Added to this, the inherent insecurities of old
age and its associated infirmities have left them with a poor
capacity to grapple with rapidly changing value systems and
lifestyles.

Given this backdrop, our relative had an exceptionally hard
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time, trying to find a niche, an identity of her own, which could
motivate her to pull herself together. Perhaps the fact that we had
taken on complete responsibility for her, financial and otherwise,
left her with no need to do so. She seemed fairly comfortable in
a state of psychosis-induced limbo, not wanting to come out of it
at all, to face a world now completely unfamiliar to her. This might
have been a cosy state of affairs for all concerned, but unfortu-
nately, during her manic phases, she would say and do rather
hurtful things to people around her. As her care-givers, we began
to dread these phases.

There are no easy answers to the problems faced by care-givers
and the recipients where mental illness is concerned. We have a
definite responsibility towards those of us who are handicapped,
be it a mental or physical handicap. A physical handicap is
perhaps simpler to handle (and I am open to correction here)
because it is generally easier to lay the blame somewhere, and also
compliance to therapy is usually more forthcoming. With a
mental handicap, however, the inability to blame someone or
some sequence of events for it brings with it a sense of impotence.
Care-givers are armed with a lot of good intentions and the
enthusiasm of crusaders, but they come up against a veritable
brick wall when the recipient of that care puts up incredible
resistance to anything even remotely resembling therapy. The
helplessness experienced then is overwhelming. When the accu-
sations against care-givers start (as they always do), the sense of
frustration is acute.

Treatment and care of the mentally handicapped has always
been a challenge to any society. The innate vulnerability of these
individuals appeals to the collective conscience of the commu-
nity, which then tries to meet this challenge in many ways. There
are grants instituted for research into the pathogenesis of mental
illnesses; therapies are planned, categorized and subsidized;
homes are built, funds collected, lectures given and programmes
aired on television for public awareness. All this is done with
incredible enthusiasm and almost missionary zeal. At the end of
the day, this leaves society at large with the sense of a job well
done, the halo shining bright. However, where does all this leave
the care-givers, on whom the onus of dispensing politically
correct care lies? They bear the brunt of haloed pontifications on
the accuracy or inaccuracy of their methods--easy scapegoats for
a community, trying to assuage itself of guilt for the very exist-
ence of the mentally handicapped. Combine this with the bellig-
erence of the recipients of care, their fits of unbridled rage directed
towards their care-givers, accusing them (perhaps for lack of
anyone else to accuse) of anything from omissions in care to
downright immorality. Who takes care of the care-givers then?
They are perceived by the community as healthy, well adjusted
members of society, which effectively precludes any kind of
organized support. Their vulnerability goes largely unnoticed as
does the tremendous amount of stress they undergo. Help is
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forthcoming only if and when they qualify for psychiatric care
themselves. In a culture which quantifies risk before preventive
action, where do the risks faced by care-givers figure? The very
existence of care-givers personifies an effort to discharge a
collective responsibility towards those in need of care. What
happens when those care-givers themselves .turn into potential
recipients of care? It constitutes poor policy when the problem
sought to be rectified multiplies in magnitude by the very process
used to contain it.

The answer to that appears to be institutionalized, managed
care, which by the very virtue of its being institutionalized,
obviates prolonged personal interaction. In a well managed sys-
tem, care is dispensed in an organized, scheduled manner and the
need for psychiatric therapy, counselling and medication are
catered to with efficiency. The recipients of care are fed, cleaned,
bathed, dressed and also tucked into bed, if need be. Professional
care is available, around the clock. Any possible complications
are anticipated and preventive actions taken. Associated illnesses,
if any, are also treated. Care-givers, by virtue of their numbers,
and also by being unrelated to the recipients of care, are less
vulnerable to the hurtful behaviour of those in their care. How-
ever, the flip side of the coin is that though the care-givers are
many, so are the recipients of that care. Care-givers in an institute
work different shifts, and are sometimes transferred to another
facility, to be replaced by others, initially unfamiliar with indi-
vidual needs, and, hence, perceived as insensitive. Bonding, so
essential for the care of the mentally handicapped, is at best
difficult. Trust in the care-givers is rarely built up, and even if it
is, those care-givers may sometimes be replaced by unfamiliar
faces at irregular intervals. Visiting hours are fixed, and the
visitors, if any, are mainly family, uncomfortable in the sterile
surroundings, with only platitudes to offer. Loneliness and un-
formed fears are their constant companions. In addition to being
mentally handicapped, they become dependent on a system that
often fails to treat them as individuals, and consider their frustra-
tions and fears. This, in itself, may exacerbate their inability to
cope with the stresses oflife, and make rehabilitation no more than
a distant hope. In addition to all this, the stark reality in our
country is that most institutions do not provide the kind of care
that one would like a beloved relative to receive.

The obvious solution appears to be the middle path, with the
family as the primary care-givers, with institutionalized care
when required. Herein lies the crux of the question. In the absence
of violent behaviour, who is to decide when institutionalized care
is needed? Sending an individual to an institution, even for short
periods of time, erodes his or her confidence in the care-givers.
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The loss of familiar surroundings is a stressful situation in itself,
which may undermine the successful outcome of therapy. In
addition, once institutionalized and the course of therapy com-
pleted, who decides that the family ought to become care-givers
again? Completion of therapy does not ensure complete cure of
the illness, nor does it give any guarantees about the possibility of
relapses. It also does not translate into an easy time ahead for the
care-givers in the family. Decisions are rarely left to the mentally
handicapped. Vested interests, either of the members of the
family, trying to get on with their lives, or the institution, trying
to make space for the more needy, may have a role to play in any
kind of decision made on their behalf. Once a decision is finally
made, controversies abound about how appropriate that decision
is for that individual on whose behalf it was made. In addition,
there may also be violent resistance from the individual to any
kind of change. That could turn an essentially difficult transition
in the family into a public drama, to the embarrassment and
unhappiness of all concerned.

Perhaps the solution to all this lies in day-care centres for the
mentally handicapped of all ages. These centres could provide
counselling, treatment and also occupational therapy, which may
help provide them with a sense of self-worth and independence.
It might also help some of them to interact with other individuals
with similar handicaps. This, in addition to the confidence that
they would be going home at the end of the day, could go a long
way in helping them come to terms with their own problems. In
such a scenario, the family and a group of professionals would
share the responsibilities for care equally. That might provide
breathing space for care-givers in the family and allow them to get
on with their lives while ensuring that the recipients of care do not
feel abandoned, and thus enable them to maintain their dignity
and their places in their families and communities.

Prolonged illness of any kind, especially a mental illness, is a
heavy cross to bear. Care-givers, with their own individual
constraints, try their best to alleviate the burden of that cross.
Different cultures have evolved different methods of handling the
cross, each relatively acceptable to the society it originated from.
However, given the rapid changes in individual and collective
behaviour in societies all over the world, with the future likely to
involve increasing rates of change, the methods cease to be
acceptable any more. It has therefore become necessary to re-
organize our strategies for care. At the turn of the century, when
we are in a dizzying quest for new knowledge and its consequent
benefits, it is time to stop and listen to the pleas for help in the
voices of the less fortunate-the mentally handicapped. In addi-
tion, it is also time to understand, support and help care-givers.
Would that be asking for too much?


