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ABSTRACT

Unmet needs of caregivers can lead to burden based on inadequacies in caregiver knowledge, lack of communication between
patient, caregiver and service provider, lack of finances, physical, psychological and social problems of the caregiver, limited respite
care options, lack of public awareness about caregiver issues and lack of technical training.

METHODOLOGY
A cross-sectional study was done among caregivers of bedridden patients receiving home-based care by the Palliative team of
our college to assess their unmet needs and stress.

RESULTS

There were 104 caregivers of totally bedridden patients who participated, out of which 96% were women and 98% belonged to
the low socio-economic group. Unmet needs like lack of recreation, sleep, total responsibility for the patient, insufficient money and
no scope for respite care were seen in more than 50% of the caregivers. Most unmet needs were associated with physical stress
while lack of recreation, being totally responsible and insufficient income was associated with social stress and lack of recreation
with psychological stress. Impending death of the patient was a cause of mental stress among most caregivers irrespective of unmet
needs. Lack of initial technical training (99%) was not associated with stress since communication exists between caregivers and
the palliative team including a doctor.

DISCUSSION
Services to be aimed primarily at informal caregivers may be designed to increase the level of knowledge and emotional support
of caregivers, provide relief from the unending burden of caring or provide financial benefits to those who take on this responsibility.
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INTRODUCTION

Informal care is the most important form of care of disabled
persons throughout the world. Paid services play a relatively
small role in a few developed countries where modern society
has smaller families, greater longevity, separate and
independent living situations for older people and greater
freedom for women.

Informal care is by far the most prevalent form of long-
term care. In a developing country like India, it is not cost
effective to provide care in nursing homes or by paid homecare
workers.!

A caregiver is an unpaid person who helps the patient with
his physical care and management of the disease. Normally,
the caregiver is a family member or a friend. Informal
caregivers take on caregiving tasks voluntarily for many
different
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reasons like family obligation, traditional values, poor quality
care in institutions in spite of high costs, personal satisfactions
such as feeling needed, sense of accomplishment, expressing
love and responsibilities, feeling appreciated by family
members and the disabled relative.12

Despite these positive aspects, prolonged care giving has
negative effects on the physical health of caregivers such as
interrupted sleep, chronic fatigue, myalgia and irregular
eating.2 Psychological health is also severely affected. As
compared to the general population, primary caregivers are
frequently depressed and anxious, having symptoms of
psychological distress.234

Unmet needs of caregivers can be classified into domains
namely inadequacies in caregiver knowledge, lack of
communication between patient, caregiver and service
provider, weak social support, lack of financial support,
physical, psychological and emotional setback of the caregiver,
little or no respite care options and lack of public and technical
awareness about caregiver issues.> Unmet needs over a period
of time leads to caregiver stress or burden.

Caregiver burden, one of the consequences of care giving
has been defined as “the physical, psychological or emotional,
social and financial problems that can be experienced by
family members caring for impaired relatives.” Care giving is
an engaging task, which may result in subjective feelings such
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as abandonment, entrapment and demoralisation.5 Therefore,
treating care givers becomes important, since stress holds
back the quality of support they can give to the patient. In
developing countries where the backbone of the long-term
health care system is informal care givers, strengthening
support for family caregivers becomes essential. In order to do
so, the most pressing unmet needs and burdens of family
caregivers must be addressed.

Caregivers will benefit from information about patient
prognosis, measures to improve quality of life and end of life
issues which may result from enhanced direct relationship
with clinicians. Technical training may further decrease
burden. Studies on caregiver stress are very few in India and
no such study has been done in this part of the country. Thus,
it was decided to study the extent of unmet needs and burden
among caregivers.

METHODOLOGY

The palliative care unit functions under the Community
Medicine Department and conducts visits to homes of selected
sick patients on a regular basis, the selection criteria being
families belonging to low socioeconomic class, having no
manpower to transport the sick person to the hospital, living
in difficult terrain with low connectivity to hospitals. Four
panchayats around our medical college have been getting this
service from our department since 5 years. There are around
300 patients identified, among which there are 110 totally
bedridden patients. A cross-sectional study was conducted
among caregivers after obtaining informed consent using a
pretested semi-structured questionnaire based on specific
local and cultural situations to assess the profile, unmet needs
and the stress factors of caregivers of totally bedridden
patients.6 Unmet needs were assessed by asking the patient to
answer in the affirmative if there was an unmet need. Different
aspects of stresses-physical, social, psychological and
entrapment were assessed on a 5-point scale. Overall stress
was assessed on 10-point scale where 0 was taken as having
no stress, 1-3 mild stress, 4-6 as being moderately stressed
and 7-10 as being severely stressed.”

RESULTS
One hundred and four primary caregivers of totally bedridden
patients were interviewed.

Table 1: Disease Profile of the Patients being looked after
by the Caregivers

Out of the 104 caregivers, 100 (96%) were females.8 The mean
age of the caregivers was 51.07+13.94 years.8

Table 2: Profile of the caregivers.

Table 3: Socioeconomic status of the study population

While 49 caregivers were availing social scheme pension
of the government, 20 were employed with an income ranging
between Rs 1500 and 15000 and another 6 were utilising
retirement pension of the patient’s or their own.

Table 4: Unmet need of the Caregivers

Stress among caregivers was classified into 7 domains namely
physical stress, emotional and psychological stress, social
stress, feeling of entrapment, technical skill and physical
environment. In these various aspects answers no, rarely,
sometimes, frequently and always were obtained.”
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Table 5: Physical stress in caregivers.

Table 6: Emotional and psychological stress in caregivers.
Table 7: Social stress in caregivers.

Table 8: Feeling of entrapment in caregivers.

Table 9: Stress due to Technical Uncertainty and Physical

Environment of the Caregivers

Physical stress, psychological stress and social stress were
assessed using a 10-point scale. One was taken as nil, while 2
to 4 was taken as mild stress, 5-7 was taken as moderate stress
and 8-10 was taken as severe stress.”

Table 10: Level of Stress among the Caregivers
The mean physical stress level was 6.59+1.76, mean
psychological stress was 5.83+1.70 and the mean social stress
level was 5.66+1.73.

Nil and mild stress were considered as normal, while
moderate and severe stress were taken as being stressed and
association sought between unmet needs and stress.

Table 11: Association between unmet needs and type of
stress.

. . No.
Disease Profile of the Patient (%)
Disease
Stroke 41(39)
0ld age with comorbidities (Contractures, dementia,
: . 32 (31)
diabetes, hypertension, etc.) 11
Cancer (10.5)
Fractures
. . 9(8.5)
Parkinsonism
4(4)
Cerebral Palsy

. . 4(4)

Multiple sclerosis 1(1)

Transverse myelitis 1(1)

Diabetes with above knee amputation 1(1)

Duration of being Bedridden

<1 year 43 (41)
1 - 5years 40 (38)
5-10 years 13 (13)

>10 years 8(8)

Table 1: Disease Profile of the Patients being
Looked After by the Caregivers

Profile of the Caregivers Number (%)
Age (In years)
21-30 12 (11.5)
31-40 13 (12.5)
41-50 26 (25)
51-60 26 (25)
>60 27 (26)
Relationship with the Patient
Daughter 33 (32)
Wife 31(30)
Daughter-in-law 21 (20)
Mother 5(5)
Husband 4(4)
Grand daughter 4(4)
Sister 3(3)
Mother-in-law 2(2)
Sister-in-law 1(1)
Marital Status
Married 89 (85)
Unmarried 5(5)
Widowed 9(9)
Separated 1(1)
Religion
Hindu 75 (72)
Muslim 19 (18)
Christian 10 (10)

Table 2: Profile of the Caregivers
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Socio-Economic Status No. (%) Yes No
Education Unmet Needs Number | Number
IlliFerate 7 (6.7) (%) (%)
Primary 21(20.1) Lack of recreation 68 (65) 36 (35)
Secondary 35(33.7)
High school 27 (26) Lack of sleep 65 (62) 39 (38)
Plus 2 12 (11.5) Totally responsible for the 69 (66) 35 (34)
Semi-professional 2(2) patient
Occupation Lack of respite care 89 (86) 15 (14)
Nil 84 (80.7) Technically untrained 99 (95) 5 (05)
Ug]z,‘;}“gd 142(123-3) 11l themselves 55(53) | 49 (47)
Clelriial 2 EZ% Have no time/inclination to see a 36 (35) 68 (65)
Semi-professional 2(2) N docft9r -
Monthly Family Income (In Rs. 0 source ol income 1or
¢ < gOOO ( ) 21 (20) themselves 29 (28) 75(72)
5001 -10000 25 (24 i ici
10001 - 20000 37 E36% I““’mt‘f]:;f:glj;sem for 66 (64) 38(37)
200210_033000 13 g;}) Table 4: Unmet Need of the Caregivers
Social Scheme Pension Availed by CG or Patient -
V\(/)ilgo?s:d 3‘2} Ei)l) Physical ll\\::)l R:;l\lr:ly Sometimes FrequentlyAll‘\’IV:;lys
Caregiver 5(5) Stress )| (%) No. (%) | No. (%) (%)
Farmer's 7(7) . 18
Disability 1(1) Feeltired | 11 |y
Table 3: Socioeconomic Status of the Study Population Single person |(11) 32 25 (24) 46 (44) | 4 (4)
Responsible | 13
Deterioration of| (12) (31) 24 (23) 26(25) 1 9 (9)
health 21 28 23 (23) 20(19) (12 (11)
Find no time | (20) 27) | 32(31) 5(5) |39(38)
to relax 6 (6) 22
(20)
Table 5: Physical Stress in Caregivers
. . Nil | Rarely |[Sometimes|Frequently|Always
Emotional and Psychological Stress No. (%)|No. (%)| No. (%) No. (%) |No. (%)
Have a constant feeling that you are not taking enough care of the patient |25 (24) |34 (32)| 35(34) 9(9) 1(1)
Feel mentally tired 12 (11) |18 (17) | 12 (11) 54 (53) 8(7)
Worry about relative’s death 8(8) |21(20)] 20(19) 43(41) [12(12)
Table 6: Emotional and Psychological Stress in Caregivers
. Nil Rarely Sometimes Frequently Always
Social Stress No.(%) | No.(%) No. (%) No. (%) No. (%)
Feeling of isolation 29 (29) 34 (32) 18 (17) 17 (16) 6 (6)
Feel that social life has been affected 13 (12.5) 37 (36) 13 (12.5) 29 (28) 12 (11)
Feel embarrassed in front of visitors 40 (38) 16 (15.5) 29 (28) 16 (15.5) 3(3)
Find time for social activities 13 (12.5) 11 (11) 29 (27.5) 40 (38) 11 (11)
Table 7: Social Stress in Caregivers
Nil Rarely | Sometimes | Frequently | Always
Entrapment No.(%) | No.(%) | No.(%) | No.(%) |No.(%)
Feel that you can no longer take care of the relative 24 (23) | 38(36.5) | 29(27.5) 12 (12) 1(1)
Feel that the patient is unnecessarily dependent on you 62 (59) | 20(19) 9(9) 10 (10) 3(3)
Feel like running away from the whole situation 59 (57) 9(9) 16 (15) 18 (17) 2(2)
Table 8: Feeling of Entrapment in Caregivers
. . Nil Rarely | Sometimes | Frequently | Always
Technical Uncertainty No. (%) | No.(%) | No.(%) | No.(%) |No.(%)
Uncertain about technical skills 48 (46) 9(9) 16(15) 27(26) 4(4)
Patient affected relationship with other family members 63(61) 9(9) 18(17) 13(12) 1(1)
Table 9: Stress Due to Technical Uncertainty and Physical Environment of the Caregivers
Stress Level Nil-to-Mild Moderate Severe
No. (%) No. (%) No. (%)
Physical stress 14 (13%) 59 (57%) 31 (30%)
Psychological and emotional stress 18 (17%) 77 (74%) 09 (9%)
Social stress 30 (29%) 58 (55%) 16 (15%)

Table 10: Level of Stress among the Caregivers
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Physical Psychological Social
Unmet Needs Stress p value Stress p value Stress p value
Yes no Yes no Yes no
Lack of Recreation
Yes 65 3 . 5513 . 57 11 |
No 2511 0.001 315 0.035 1719 0.001!
Lack of Sleep
Yes 614 " 569 4718
No 29 10 0.006 309 0.174 2712 0.452
Total Responsibility
Yes 663 " 54 15 5613 |
No 2411 0.001 323 0.072 1817 0.002!
Lack of Respite Care
Yes 809 " 7316 6227
No 105 0.029 132 0.496 123 0.315
Technically Untrained
Yes 8712 8217 7128
No 32 0.075 41 0.379 39 0.449
Illness
Yes 409 436 3514
No 505 0.137 4312 0.152 3916 0.564
Insufficient Income
Yes 651 X 5412 5511 .
No 2513 0.001 326 0.490 1919 0.001!
Table 11: Association between Unmet Needs and Type of Stress

* Fisher Exact test
I Pearson Chi Square test

DISCUSSION

Out of the 110 totally bedridden home-based care patients,
104 caregivers participated. All of them were family members
of the patient. India lacks a formal social support scheme and
therefore patients have to depend on intergenerational
support and services from relatives. Besides this informal care
is also related to factors such as filial piety, traditional
sociocultural norms and wealth transfer.

Out of the 104 caregivers, 100 were women. Women
dominate over men as caregivers because it is defined in the
traditional division of labour between sexes. The reasons
mentioned by them were because they were expected to do
this traditionally due to love and affection and also because
they had no other option. Home based care usually means care
by women, because it is assumed that women should look after
the family and because men get higher wages should work for
the family.8° The few studies done on caregiver burden in
India also show that mostly caregivers are women.8?

The mean age of the caregivers was 51.07 years. There are
studies which show mean age of caregivers to be between 45
to 60 years.189

The common relation of the caregiver to the patient was a
daughter followed by a wife. Two were second wives married
to look after the patient in his old age and in the event of an
illness. Daughters-in-law constitute 20% of the caregivers,
again keeping up with the traditional norms of India. In a study
done on caregivers in North India, spouses- and daughters-in-
law were the main caregivers.1.410

There were 7 caregivers who did not go to school, 21 of
them studied up to primary level, 35 up to secondary and 27
up to high school level.

Twenty caregivers were employed. Out of the 20, 14 were
unskilled labourers and 2 each were skilled, clerks and semi-
professionals. Another six were utilising retirement pension of
the patient’s or their own. Forty nine pairs of the caregivers
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and patients were drawing a social scheme pension for either
one, which was being utilised by the caregiver for both self and
patient needs. Thus out of the 104 caregivers, 75 had an
income of their own either as social or job pension or as wages
and this ranged between Rs. 1500 and Rs. 15000.

Most of the working caregivers were not able to work to
their fullest capacity to earn a livelihood. The unskilled
labourers did not work on all days of the week or worked
lesser number of hours per day.11.10.12 Those few (Clerks and
semi-professionals) who could not compromise on the hours
or days of work had someone else to look after the patient
while they were gone.10 In these cases, the burden actually was
higher since they were multitasking by looking after the
patient at night.10.12.13 Though caregivers, by taking care of the
bedridden patients at home are saving the nation’s economy,
they themselves are financially devastated.212.14

Monthly family income ranged from Rs 1500 to 40000.
There were 2 families with income more than Rs 40000. The
families with a higher income range had more than 1 person
generating income (2 earning members in 8 families and 3
earning members in one family) or had a relative working
abroad. One very poor family was supported by a mosque and
another poor family was supported by a relative not living in
the same house. Ninety eight percent of the 104 families
belonged to the lower socioeconomic strata.

Informal caregiving creates several unmet needs among
the caregivers, especially women and brings with it several
unintended and undesirable outcomes, stress and ill health
being the most important of them all.1! Stress is both a cause
and effect of a disease. The stress caused by the disease and
the poor quality of life in the patient is perceived to be more by
the caregivers than the patient himself. Taking care of a
chronically ill patient demands a lot of patience, compassion,
commitment and kindness. Bedridden patients, due to
helplessness tend to lose their patience and take out their

Page 3224



Jemds.com

frustrations on their primary caregivers. The physical act of
looking after patients, mental worries regarding their
prognosis, the social isolation faced, expectations and
criticisms of other family members, other responsibilities in
the family, technical and financial insufficiencies are all factors
that cause stress in the caregivers and eventually lead to
disease amongst them.14

This study made an attempt to study the unmet needs of
the care giver. If the variable asked seemed to be a problem,
they were asked to answer in the affirmative. Thus 65% did
not have time for recreation, 62% did not get enough sleep,
66% were totally responsible for the patient and 64% said that
they did not have sufficient money for themselves, 86% did not
have a scope for respite care and 95% were not technically
trained initially.

In various aspects of physical stress, emotional and
psychological stress, social stress, entrapment, technical skill
and physical environment, answers no, rarely, sometimes,
frequently and always were obtained while total physical,
psychological and social stress were obtained on a 10-point
scale, 1 being nil, 2-4 mild, 5-7 moderate and 8-10 severe.”

Lack of recreation, lack of sleep being totally responsible,
being ill and insufficient income were factors associated with
moderate-to-severe physical stress, while lack of recreation
being totally responsible and insufficient income were factors
associated with moderate-to-severe social stress. Lack of
recreation was associated with psychological stress.*

Although, more than half of the caregivers said they
frequently or always worried about their relative’s death or
they were mentally tired; this stress was seen among all
caregivers irrespective of the unmet needs.

Keeping up with the expected socio-cultural norms of
India, very few caregivers felt they were trapped to do the
work of care giving. Majority had a sense of inborn
responsibility and had a positive attitude towards
caregiving.12 For the same reason, they also did not blame the
patient for strained relationship with other relatives. The very
few who agreed were the younger women who had young
children to look after.%.10.11

The palliative team has been visiting these patients since 5
years and training for minor techniques is given to the
caregivers. Lack of initial technical training (Among 99%) is
not associated with stress since communication exists
between caregivers and the team which includes a doctor.

Informal care is the dominant mode of helping people with
disabilities with their long-term care needs. Services to be
aimed primarily at informal caregivers may be designed to
increase the level of knowledge and emotional support of
caregivers, provide relief from the unending burden of caring
for a disabled person or provide financial benefits to those
who take on this responsibility.13.14
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