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Abstract

Original Article

IntroductIon

Caring is a fundamental challenge in the treatment for 
persons with neurological illness/disability requiring 
neuro-rehabilitation services. The onset of a chronic illness 
in any family is often and understandably a time of turmoil.[1] 
Most families are ill-prepared to deal with the initial onset 
of neurological/neurosurgical illness in their family member. 
Nevertheless, individuals with neurological conditions living 
with their families in the community receive more physical, 
medical, psychological, and social care from their family 
members.[2] Caring for persons with neurological disorders 
requires tireless effort, energy, and empathy, and indisputably, 
all these can greatly affect the daily lives of a caregiver.[3] There 
are also physical, social, emotional, and financial impacts of 
caregiving on the families.[4] Hence, a significant number of 
caregivers do experience distress and burden of caring.[3,4]

Approximately 28.8 million adults in the United States are 
family caregivers, a number that is expected to increase to 
37 million by the year 2050.[5] This dramatic rise in the number 
of family members providing care at home has sparked much 

interest among the researchers to study on the emotional and 
physical health of family caregivers. Research, which is often 
guided by a stress and coping conceptual model, has detailed 
negative emotional consequences of providing care such as 
stress, depression, burden, and anxiety.[6] However, work in 
family caregiving has also shown that providing care can 
have negative physical consequences for the caregiver, such 
as altered immune function, hypertension, morbidity, and 
poor overall physical health.[7] Investigations in the area of 
bio-behavioral and mind-body interactions outside the field of 
caregiving have shown that emotional and physical health are 
often interrelated as the body responds to a stressful event and 
that behavioral responses to stress may attenuate alterations in 
the physical health.[8] A subset of caregivers are reported to suffer 
from negative psycho-behavioral responses such as depressive 
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symptoms, anxiety, difficulty in sleeping, and negative biologic 
responses such as altered immune function.[9-11] The caregivers 
undergo physical and mental exhaustion, loss of privacy, and 
loss of social activity and also experience the financial burden 
of caring. Hence, the caregivers are at a greater risk for negative 
outcomes including developing depressive symptoms.[12]

It is unfortunate that the experiences of the families caring 
for persons with different types of neurological illness have 
not been adequately studied. Yet, there is a limited holistic 
understanding, of both the difficult roles they play and 
the circumstances under which they care for persons with 
neurological illness. Further, the emotional and practical 
challenges faced by the caregivers through the different phases 
of the illness are not well-documented. This understanding 
is vital for planning interventions to maintain or improve 
caregiver health, promote high-quality care in caregivers, and 
prevent caregiver burnout.

MAterIAls And MetHods

The study aims at understanding the profile of the caregivers 
and distress levels and burden experiences by the caregivers 
while providing care during the inpatient stay. Descriptive 
research design was used for this study. All the caregivers of 
neurological and neuro-rehabilitation needs admitted in the 
neuro-rehabilitation ward in the National Institute of Mental 
Health and Neurosciences, Bengaluru, were included in this 
study. The institute has neuro-rehabilitation ward, which 
provides continuous care. On an average, 200 patients are 
admitted to neuro-rehabilitation ward every year. For the 
current study, primary caregivers of persons with neurological 
illness requiring rehabilitation services were recruited from 
June 2016 to June 2017. Child caregivers and caregivers 
reported to have mental illness were excluded from the study. 
The research study was reviewed and approved by the Institute 
Ethics Committee. The psychiatric social workers while 
providing psychosocial care collected data on caregivers’ 
burden, distress levels, and coping patterns for all patients 
admitted in the neuro-rehabilitation ward. These data were 
used as baseline data before initiating interventions to test the 
efficacy of their intervention.

Measures
A semi-structured questionnaire to collect sociodemographic 
details such as age, education, socioeconomic status, domicile, 
type of family, and relationship of caregiver to the patients was 
used apart from collecting background details.

Burden assessment schedule
The burden assessment schedule by Sell et al.[13] was used. 
The scale has 40 items. Each item is rated on a 3-point 
scale (not at all, to some extent, and very much). The items 
of the schedule are categorized under five factors, i.e., impact 
well-being, marital relationship, appreciation for caring, 
impact on relationships with others, and perceived severity of 
disease. The scale measures are proven to have good inter-rater 
reliability and criterion validity.

Self‑reporting questionnaire (World Health 
Organization‑SR20, 1994)
This is a 20-item subset of the self-reporting questionnaire (SRQ) 
(World Health Organization-SR20, 1994)[14] developed by the 
World Health Organization for screening the presence of mental 
disorder in patients contacting primary health-care settings. 
The complete SRQ consists of 25 questions, which have to 
be answered by “yes” or “no.” Of these 25 questions, 20 are 
related to neurotic symptoms, 4 to psychotic symptoms, and 1 
to convulsions. The SRQ-20 consists of the neurotic items only. 
These reflect depressive symptoms, anxiety, and psychosomatic 
complaints and have been found to detect probable cases of 
common mental disorder with reasonable accuracy.

Sample pilot interviews were conducted to train the psychiatric 
social workers with the interview schedule. Finally, the 
psychiatric social workers administered the interview schedule 
after obtaining written consent from the caregivers. The data 
were coded and entered in the  Statistical Package for the 
Social Sciences (SPSS) (IBM, NIMHANS, Bangalore), and 
descriptive statistics and parametric statistical analysis were 
adopted for the analysis.

results

Fifty persons with neurological illness were admitted in 
the neuro-rehabilitation ward for a period of 6 months. 
The clinical profile of the person with neurological illness 
included Guillain–Barré syndrome (22%), myelopathy (6%), 
stroke (8%), transverse myelitis (4%), traumatic brain 
injury (8%), spinal cord injury (10%), postinfectious 
myelitis (2%), paraplegia (4%), and other neurological 
conditions (36%).

Sociodemographic details
Table 1 shows that in this study, the total sample was 
composed of 50 caregivers. Among these, 32 were female 
and 28 were male. While 8% of the caregivers were in the 
age group of 20–30 years, 26% were in the age group of 
31–40 years (26.0%), and 66% were over 40 years of age. 
Thirty caregivers (60%) were coming from nuclear family and 
36 families (72.0%) were having below poverty line card. Most 
often, it was the mother (25; 50.0%) who was staying with the 
patient in the ward and happened to be the main caregiver. The 
educational background of the caregiver was up to primary 
school level. These caregivers were taking care of the patient 
all through the illness at home and in the hospital. The highest 
duration of hospitalization was 2–6 months (44%).

Scores of burden assessment schedule (BAS)
Table 2 explains the burden experiences by the family, 
having persons with neurological disability. Most of 
the family members reported that physical and mental 
health (17.58 ± 6.15) was affected due to the patient’s illness. 
This was followed by impact on external support (13.24 ± 5.17) 
and taking responsibility (15.28 ± 8.03). Overall, the burden 
was reported to be moderate to severe by family members.
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Psychological distress (self‑reporting questionnaire) 
20‑item analysis
Table 3 shows the item-wise analysis of psychological distress 
of the caregivers. The results show that 44% of respondents 
reported frequent headache, poor appetite (54%), had sleep 
disturbances (50%), easily frightened (44%), suffered with 
handshake (36%), felt nervous, tense or worried during 

hospitalization (76%), poor digestion (42%), suffered with 
troubled thinking (44%), felt unhappy (86%), cried more 
than usual (46%), could not enjoy daily activities (74%), 
and felt difficulty in decision-making (38%). In addition, 
caregivers daily work suffered (98%), were unable to meet 
the daily demands (70%), lost interest in everything (60%), 
felt worthlessness (12%), felt ending life (12%), experienced 
difficulty in maintaining time (52%), felt uncomfortable in the 
stomach (32%), and felt easily tired (52%).

dIscussIon

All caregivers in our study cohort were close family 
members (parents, spouses, siblings, and their children). 
Majority of the caregivers were in the age group of 40 years and 
above, which suggests that the responsibility of looking after 
the person with neurological/neurosurgical illness requiring 
rehabilitation services lies on the older family member as 
they are at home and have the time to take the responsibility 
of caring. This also suggests that in India, the cultural factors 
such as strong family ties, culture, values, and environment 
have extensively contributed to reducing the burden of patient 
care on the state. In India, people with chronic illness are 
always accompanied by the family member/s as compared to 
other western countries, where caregivers are not necessarily 
family members.[15,16]

Women provide the majority of informal care to the 
patient while in the hospital. Specifically daughters and 
daughters-in-law provide care not only to the patient with 
neurological illness requiring rehabilitation needs but also 
to the parents and their parents-in-law. It was also noted that 
more number of spouses (husband/wives) provided care to 
their spouse in need. In our study cohort, we observed that 
greater burden was associated with caring male patients with 
neurological illness,[17,18] younger patients,[18,19] and patients 
with poorer levels of functioning.[20,21] We also observed that the 
burden experienced by the caregivers received comparatively 
less attention. Our observations are consistent with other 
studies reporting, women being larger part of caregiving 
responsibilities,[22-25] and younger and educated caregivers 
experiencing greater burden.[26] The study also revealed that 
36% of the caregivers were males (husbands, fathers, and sons) 

Table 1: Sociodemographic details

Frequency (%)
Gender

Male 18 (36)
Female 32 (64)

Age group
20-30 4 (8.0)
31-40 13 (26.0)
40 and above 33 (66.0)

Domicile
Rural 31 (62.0)
Urban 19 (38.0)

Type of family
Nuclear family 30 (60.0)
Joint family 20 (40.0)

Economic status
BPL 36 (72.0)
APL 14 (28.0)

Caregiver
Mother 25 (50.0)
Father 9 (18.0)
Relatives 7 (14.0)
Others 9 (18.0)

Education status
Illiterate 2 (4.0)
Primary 11 (22.0)
Secondary 17 (34.0)
Graduation 18 (36.0)
Postgraduate 2 (4.0)

Hospitalization
Up to 1 month 10 (20.0)
2-6 month 22 (44.0)
7 months-1 year 8 (16.0)
Above 1 year 10 (20.0)

BPL: Below poverty line, APL: Above poverty line

Table 2: The scores of burden assessment schedule results

Variables n Minimum Maximum Mean±SD
Spouse related 50 5.00 14.00 8.1000±1.65677
Physical and mental health 50 11.00 47.00 17.5800±6.15477
External support 50 6.00 43.00 13.2400±5.17277
Caregivers’ routine 50 3.00 24.00 7.3200±2.78069
Support of patient 50 1.00 3.00 2.1200±0.55842
Taking responsibility 50 9.00 44.00 15.2800±8.03066
Other relationship 50 4.00 37.00 7.0000±5.11500
Patient behavior 50 6.00 17.00 10.0200±1.88971
Caregiver strategy 50 3.00 36.00 5.4400±4.44999
SD: Standard deviation
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who took the responsibility of caring their ill family members. 
Men do provided care for their female ill family member 
with the help of the extended families, however this was not 
shared or spoken to others and they often did not participate 
in the caregivers meeting. Health-care provider, care manager, 
friends, companion, and surrogate decision-maker are also 
reported as advocators of caregiving.[27,28]

Family caregivers provide extraordinary uncompensated care 
involving significant amounts of time and energy for months 
or years and were required to perform tasks that were often 
physically, emotionally, socially, or financially demanding. 
They are constantly challenged to solve problems and make 
decisions as care needs changed, yet they felt untrained and 
unprepared as they continued to struggle to adjust to new 
roles and responsibilities.[1,29-32] Due to extensive focus and 
commitment to the patients, their own needs were often 
neglected. The caregivers’ need for quality information and 
training are ever emerging, as they are not always known at 
the time of a clinic visit. Physicians are frequently unable 
to address caregiver questions, a situation which is further 
compounded by time constraints and cultural barriers. 
Spouse caregivers often experience greater difficulty as 
they have to balance multiple roles (raising children and 
financial burden). This is particularly so when the illness 
strikes the primary wage earner.[33,34] Lower educational 
level of the patient contributed to greater caregiver burden. 
Lower literacy level among these patients resulted in their 
getting poorly paid menial jobs. This is a group of caregivers 
from a predominantly lower socioeconomic background, 
and financial difficulties are a major concern for them. Our 
observations indicated that patients with low education levels 

will benefit from psychosocial rehabilitation programs that 
emphasize the acquisition of work-related skills and income 
generation.

Caregivers often need to take up new tasks for which they are 
not adequately trained. It is not surprising that their physical and 
emotional needs go unnoticed as and when they compensate 
between time, jobs, money, energy, and social and family 
roles.[35,36] Family caregivers often reported feeling overwhelmed 
and isolated in balancing additional responsibilities. Hence, 
family caregivers may benefit by an educational plan that 
includes helping them to develop the skills they need to better 
communicate their own problems (anxiety, shock, disbelief, 
denial, and frustration) and concerns while effectively meeting 
their responsibilities.[29,37] The long duration of hospitalization 
together with need for multitasking is often not anticipated by 
the family caregivers; hence, this unprepared situation together 
with lack of professional support adds to the burden faced by 
the family caregivers. This burden can be in the form of severe 
emotional distresses, significant fatigue, sleep impairment, 
and difficulty maintaining focus and energy levels. Compared 
to noncaregivers, caregivers often experience psychological, 
behavioral, and physiological effects that can contribute to 
impaired immune system function and coronary heart disease 
and in some cases early death.[30-32,38-40] The caregivers are also 
likely to postpone their own health-care needs. As a result, 
caregivers experience layer upon layer of stress, as the burden 
of caring (often exclusively) for their sick loved ones, separated 
from their own support systems, while balancing other life 
responsibilities, threatens to overwhelm them.[41]

conclusIon

In this study, we observed that caregivers undergo extensive 
distress and experience burden while caring person with 
neurological and neurosurgical illness. Our observations are 
in concurrence to several other studies evaluating impact 
on caregivers while caring for patients with other chronic 
illness (such as cancer and Alzheimer’s disease).[35,36,42-45] The 
study did address a clinically important topic that has rarely 
been explored in the research. The current study has some 
limitations. The sample was selected in a nonrandom sampling 
taking all the beneficiaries of the inpatient ward. Some of the 
findings of caregiving giving experience may be confound 
by the differences seen in the sociocultural background of 
the sampling region. The duration of illness and the clinical 
status also determine the caregiving experiences. It included 
a relatively small number of caregivers when compared to 
vast prevalence of neurological illness. Only the primary 
caregiver was interviewed in this study, despite the likelihood 
of other caregivers in the family; hence, interviewing multiple 
caregivers and comparative analysis would have add value for 
the present study. Hence, generalizing the observations from 
this study should consider these limitations.
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Table 3: Psychological distress (self‑reporting 
questionnaire) 20‑item analysis

Variable Yes (%)
Headache 22 (44.0)
Poor appetite 27 (54.0)
Sleep badly 25 (50.0)
Frightened easily 22 (44.0)
Tremors/handshake 18 (36.0)
Nervous/tense/worried 38 (76.0)
Poor digestion 21 (42.0)
Trouble thinking clearly 22 (44.0)
Feel unhappy 43 (86.0)
Cry more than usual 23 (46.0)
Difficult to enjoy your daily activities 37 (74.0)
Difficult to make decisions 19 (38.0)
Daily work suffering 49 (98.0)
Unable to play usual part in life 35 (70.0)
Lost interest in things 30 (60.0)
Feeling as worthless person 6 (12.0)
Ending your life been on your mind 6 (12.0)
Feel tired all the time 26 (52.0)
Uncomfortable in stomach 16 (32.0)
Easily tired 26 (52.0)
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