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Caring for the carer: Are we doing enough?
S R Perera, T P M Fonseka, D K Amarasinghe, S S Williams

In Asian societies, the family carer has a pivotal role
in ensuring the wellbeing of a person with mental
health needs. In the absence of adequate mental
health professionals and services, they take on the
responsibility of identifying any changes in emotions
and behaviour, convincing the person to seek medical
help, accompanying the person on the visits to the
doctor, and ensuring treatment compliance, follow
up and rehabilitation. They have to buffer the stigma,

Introduction

Sir Anthony Hopkinswinsanother Oscar in‘ The Father’
at 83 years, portraying aperson with dementia. Thefilm
not only highlights the struggles of a person with
dementiabut also that of his daughter Anne, played by
Olivia Colman, who too was nominated for the best
supporting actress. Coming to terms with and coping
with mental and behavioural disorders no doubt isvery
challenging for family carers.

In Asian societies, by default, most of the care for a
person with a serious mental disorder is provided by a
family carer, apart for short hospital admissionsthat may
sometimes be arranged during acute crisis situations.
Ingtitutions with longer stay facilities are few and far
between, are costly and often exploitative in nature.
Formal community careisapipedream. Inthiscontext,
the onus of caregiving falls on immediate family, often
females — mothers, wives, daughters or sisters. The
demands on these carers are insurmountable.

Terminology

A carer as discussed here is a person who provides
sometype of unpaid, ongoing assi stance during amental
health crises, subsegquent treatment and recovery. The
carer istypically afamily member or afriend who attends
tothe physical, emotional and sometimes even financia
needs of the person (1). They may or may not liveinthe

find the financial resources and even manage the
risks. In such situations, the burden on the carer is
manifold. The physical and emotional strain can be
enormous. Therefore, the treating physicians have to
go out of their way to support the carer and ensure
that they are adequately educated, supported and
comforted on their journey of caregiving. Without
their partnership, the care of the patient is destined to
fail.
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same household and usually do not have fixed hours or
terms or conditions of employment. This service is in
contrast to formal caregiving provided by health care
professionals or paid carers.

Burden on the carer

When a person develops a mental disorder, restrictions
are imposed on the family out of the blue. This is
especially true for the person in the family who takes on
the role of the main carer (2). The main carer often
unwittingly has to continue in this role for many years
(3). It has to be emphasized that the burden on the carer
of apersonwith amental disorder ishigher thanfor carers
of those with chronic medical conditions (4).

Relapses prove to be unsettling for family relationships,
work and lifein general. The fact that certain symptoms
remain even after the patient has been discharged from
hospital or while he/sheisinremission, demandsalonger-
term commitment fromthefamily carer.

Carer stressisassociated with physical health complaints
and increased use of primary health care services. Carers
may develop maladaptive coping and deficient health
practices that contribute to poor physical and mental
health (5). Some carers use avoidance coping, show
emotional reactivity and wishful thinking (6). A higher
burden is also perceived when carers have no control
over the patient’s challenging and problem behaviours
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(7). Research shows that carers have higher rates of
depression, anxiety and substance misuse, compared to
the normal population (8). Studiesdone amongst carers
of patients with dementia found that one in three carers
had depression, which is much higher than in their
counterparts who were caring for patients with other
medical illnesses (9). Interestingly, depression is more
common among female carers, carers with male care
recipients and in carerswho have a spousal relationship
with the patient (10).

Theissue of stigmaisall consuming and the family and
especially the carers, have to face it day in and day out
(12). This is compounded by financial burden, loss of
recreation and freetime, carer guilt and burnout (12-14).
Caught up intheir roleas carers, they sacrificetheir deep,
exercise, health visits and social engagements in the
provision of support to their patient.

Perspectives of the carer

A descriptive study in Iran showed that social support,
emotional support, safety and security were the most
important supportivefactorsthat family carersrequested.
These carers benefitted from the support given by other
family members, neighbours and religious leaders,
although they lacked respite care that high income
countries offered (15). A qualitative study in Malaysia
found that carersused religious coping, emotional coping
and acceptance as coping strategies. Leisure activities
and the use of traditional healing methods too were
perceived as helpful (16). Social support and support
from the family itself improved the relationships within
thefamily, aswell aswith theill relative (17).

The Asian philosophy from ancient times is based on
caregiving for the infirm. Most religions promote the
benefits of caring for the vulnerable and its benefitsin
the present and the afterlife. Assuch, afailureto provide
satisfactory care could in itself cause guilt in the
caregiver.

Caring for the carer

Considering the magnitude of the struggles of the carer,
theimportance of caring for the carer, from thefirst visit
to the mental health service provider, cannot be
overemphasized. It is the bounden duty of the doctor to
always provide a private opportunity for the carer to
discuss their concerns, provided the patient has no
objection. It is questionable whether such a formal
protocol isin place even in the most advanced of mental
health facilities.

Numerous scal es have been devel oped to measure carer
burden and various strategies have been implemented
to alleviate carer burden and suffering. Studies revea
that targeted interventions can reduce family members’
burden, improve knowledge of the disease and treatment,

andincreasetheir ability to cope (18). Provision of direct
support to the carers, ranging from psychol ogical support
to training and respite care have been discussed (1).
Similarly, support and peer groups too are of value.
However, inreality most carersdo not havetheresources,
including the time and money, to access these support
mechanisms, evenif available.

As such, every meeting with the patient should be an
opportunity to inquire about the carer. M eeting the needs
of the carer will directly and indirectly impact on the
wellbeing of the patient. Both theemotional and physical
needs of the caregiver have to be addressed. We need
more research on the possible increased morbidity and
mortality of carersdueto neglect of their physical health.
Holigticinterventionsthat address carer health, including
acknowledgement of the role of religious and cultural
practices, have to be developed and manualized.
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