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Abstract 

Objective To assess impact of long term psychotic disor­
ders on caregivers. 

Design A questionnaire based, interviewer administered, 
cross-sectional survey using the translated version of a 
Burden Assessment scale (BAS). 

Setting Outpatient clinic of the University Psychiatry Unit, 
National Hospital, Sri Lanka. 

Sample SO caregivers of patients suffering from psychotic 
disorders for more than 2 years 

Measurements The BAS was administered to SO caregivers 
to assess degree of distress and domains of concerns. 

Results 60% of caregivers felt very anxious and depressed. 
54% experienced a financial decline, and 82% felt respon­
sible for meeting the entire financial needs of the patient. 
54% felt that their workload increased due to the illness. 
58% of the caregivers were parents. 

Conclusions Caregivers of patients with long term psy­
chotic disorders are distressed, and have several concerns. 
Interventions focused on these will relieve the distress of 
caregivers and help patients. A majority of caregivers are 
parents. This has future implications, as many patients are 
not capable of independent living. 

Introduction 

Several mental illnesses need long term treatment and 
care. In developing countries, such as Sri Lanka, most pa­
tients with long term mental illness are cared for in their 
homes by their families, because of a dearth of community 
based and institutional psychiatric services. 

Thus planning comprehensive care for these patients 
requires us to recognise the critical role played by families, 
and be sensitive to their needs. Family members of pa­
tients who bear the burden when caring for these patients 
should be considered as partners in providing care, and as 
an important support system for patients. Such an approach 
would help improve compliance with care plans, and thereby 
prevent relapses and reduce hospitalisation. The objec­
tive of this study was to quantify the impact of long term 
psychotic disorder on caregivers and assess the domains 
that cause the greatest impact. 

Burden can be defined as the presence of problems, 
difficulties or adverse effects which affect the lives of 
psychiatric patients' carers eg. members of household of 
family (1). Scales have been developed to measure this 
burden (1). Of the scales, those developed in India were 
chosen because of the cultural similarity between Sri Lanka 
and India (2,3). From these the Burden Assessment Scale 
(BAS) was selected, because it measures both subjective 
and objective burden on the carers (2,4). BAS is a 40-item 
questionnaire. It measures the degree of distress in several 
important domains such as emotional and physical distress, 
impact on relationships with others, finances, and distress 
related to coping mechanisms and support provided by 
others. It uses a 3-point scale for distress and scores 1 for 
'not at all', 2 for 'some extent' and. 3 for 'very much'. 

Methods 

BAS was translated into Sinhalese by bilingual trans­
lators taking the semantic meanings and translated back to 
English to check validity. The outpatients' clinic of the 
University Psychaitry Unit at the National Hospital Sri 
Lanka formed the setting for this study. Fifty consecutive 
outpatients with psychotic disorders for more than two 
years who were accompanied by a caregiver were studied. 
The questionnaires were administered to the caregivers 
by the researchers and analysed using standard statistical 
techniques. 

Results 

Of the caregiver sample 38 (76%) were women. 29 
(58%) were parents of patients. 11 (22%) were siblings, 
and 37 (74%) of carers were married. 46 (92%) were edu­
cated up to secondary level, and 13 (26%) were in full time 
employment. 

The 40 items were divided into 10 factors for descrip­
tive purposes. The items related to marital satisfaction were 
not analysed, as the sample was inadequate (6 spouses). 
Only the items where more than 50% of caregivers were 
affected "very much", and the total of "to some extent" 
and "very much" was more than 75% of affected caregivers 
are given in the Table (Complete table available with au­
thors). 
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Table. Burden assessment schedule (BAS - selected items) 

Burden To some Very 
extent much 

Impact on emotional well being 

Are you able to relax some time of the day? 27(56%) 16(32%) 

Do you sometimes feel depressed and anxious because of the patient? 17(34%) *30 (60%) 

Have you started to feel lonely and isolated since patient's illness? 26(52%) 12(24%) 

Do you feel frustrated that the patient's improvement is slow? 23(46%) 24(48%) 

Impact on physical well being 

Does looking after patient make you feel easily tired and exhausted? 20(40%) 18(36%) 

Do you think your health is affected because of patient's illness? 28(56%) 15 (30%) 

Do you find time to look after your health? 27(54%) 11(22%) 

Has your sleep been affected since the patient took ill? 23 (46%) 16(32%) 

Appreciation for caring 

Are you able to care for others in your family? 27(54%) 13(26%) 

Do you think your family appreciates the way you handle the patient? 13(30%) •31 (62%) 

Do you think friends appreciate the way you handle the patient? 17(34%) *27 (54%) 

Do you have the feeling that patient understands and appreciates your effort to help? 20 (40%) 23(46%) 

Impact on relations with others. Help from others . 
Does support from your family help in caring for the patient? 23 (46%) 21 (42%) 

Does sharing your problems with others make you feel better? 29(58%) 13(26%) 

Are you satisfied with the amount of help received from health 

professionals regarding illness? 14(28%) •38 (72%) 

Effect on finance/income 

Is current financial situation adequate to look after patient? 22(44%) 19(38%) 

Does patient's future financial situation worry you? 18(36%) *27(54%) 

Has family financial situation worsened after illness? 13(26%) •31 (62%) 

Responsibility for caring 

Are you concerned that you are largely responsible to meet financial 

needs of patient? 9(18%) •41 (82%) 

Do you feel you have to take the responsibility of ensuring that 

patient has everything needed? 11(22%) *39 (78%) 

Do you think you have to compensate for the patient's shortcomings? 18(36%) 22(44%) 

Do you feel you are doing more than the patient to improve* situation? 19(38%) 21 (42%) 

Impact/effect on work/employement 

Has your workload increased after the patient's illness? 6(32%) *26 (52%) 

Does reducing the time spent with patient help you? 21 (42%) 14(28%) 

Perceived severity of disease 
Are you satisfied with the way patient looks after himself/herself? 25(50%) 13(26%) 
Does the patient's unpredictable behaviour disturb you? 26(52%) 14(28%) 
Do you sometimes feel there is no solution to your problems? 23(46%) 20(40%) 

Selected BAS items were where > 75% are somewhat distressed or very distressed 

> 50 of sample are very distressed. (*) 
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Discussion 

The study shows that the well-being of caregivers is 
affected in 3 main aspects as given below. 

1). The illness is a heavy emotional burden to the family, 
who often feel unable to relax, and are depressed, anxious, 
isolated and frustrated. 60% of caregivers felt very anx­
ious and depressed. Interventions such as formation and 
networking of patient groups and their families will relieve 
some of this burden. Presently there are a few such sup­
port groups, and these need to be extended and linked to 
families. 

2). 62% felt that the family financial situation deteriorated 
very much after illness, and 54% are very worried about 
the future financial situation of the patient. 82% of 
caregivers felt they were largely responsible for meeting 
financial needs of the patient. Financial burden is a prob­
lem for these families because of the impact on employ­
ment, and rising cost of care. The fear of future financial 
security caused a great deal of distress. Steps to provide 
some degree of financial security include recognition of 
mental illness as a category to qualify for social welfare, 
provision of low interest loans to assist these families, and 
vocational training to caregivers and patients to supple­
ment income. 

3). 54% felt their work load increased very much after the 
patient's illness. 78% felt they were responsible for meet­
ing all needs of the patient. Ways of distributing the duty 
of care among the extended family and friends should be 
addressed. Other organisations also could provide such 
support. For example, a day care centre to look after 
patients (run by the community or a nongovernmental 
organisation) would enable caregivers to attend to some 
of their personal needs. 

Most family members felt that their efforts in caring 
were appreciated by patient, family and friends respec­
tively (46%, 54%, 62%). Interventions to sensitise others 
to express appreciation of care can be achieved without 
much cost. These positive factors need reinforement, and 
services to provide support to caregivers should target 
these aspects. 

The support provided by professionals was consid­
ered very satisfactory by 72%. This may be because 
the relatives were interviewed by the health care team. 
Another factor might be the low expectations of these per­
sons who are satisfied with whatever is delivered to them 
by the system. 

A majority of caregivers are parents. This has impli­
cations for the future care of these patients as most of 
them are unable to care for themselves and live indepen­
dently. 
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Correction 
The article titled "Prospective study of congenital heart disease in children" by 
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