
 Int J Cur Res Rev   | Vol 13 • Issue 13 • July 2021 85

Assessment of Caregiver’s Needs and Burden among 
Family Caregivers of the Terminally Ill Cancer 
Patients – A Cross-Sectional Study in a Tertiary Care 
Hospital of Eastern India
Pany S1, Patnaik L2, Sahu T3

1Deputy Medical Superintendent, Blue Wheel Hospital, Bhubaneswar, Odisha, India; 2Professor, Department of Community Medicine, IMS & 
SUM Hospital, Bhubaneswar Siksha ‘O’ Anusandhan deemed to be University, Bhubaneswar, Khordha, Odisha-751003; India; 3Professor & 
Head, Department of Community Medicine, IMS & SUM Hospital, Siksha ‘O’Anusandhan deemed to be University, Bhubaneswar, Khordha, 
Odisha 751003, India. 

Corresponding Author:
Patnaik L, Professor, Department of Community Medicine, Institute of Medical Sciences & SUM Hospital, Siksha ‘O’ AnusandhanDeemed to 
be University, Bhubaneswar, Sector-8, Kalinga Nagar, Ghatikia, Bhubaneswar-751003, India; Mobile: +91-9437322268 E-Mail: drlipilekha@
yahoo.co.in, lipilekhapatnaik@soa.ac.in

ISSN: 2231-2196 (Print) ISSN: 0975-5241 (Online)

Received: 21.11.2020 Revised: 02.02.2021 Accepted: 07.04.2021 Published: 05.07.2021

INTRODUCTION

“Palliative Care is the active total care of patients whose dis-
ease is not responsive to curative treatment. Control of pain 
and other symptoms, the psychological, social and spiritual 
needs of the patient are paramount”.1,2 The goal of palliative 
care is the achievement of optimal symptom control, the best 
possible quality of life, as well as appropriate rehabilitation 
for the patients, their family. Each year an estimated 40 mil-
lion people need palliative care, 78% of whom live in low- 
and middle-income countries.2

Palliative care affirms that death should be dignified and the 
existing is to be fulfilled by a joint committee of the medical 
fraternity and family members, and appropriate government 

policy.3,4 There is evidence to support the case that most pa-
tients would prefer to die at home.5,6There is a growing trend 
for people with a terminal illness to remain at home, where 
practicable. Death may occur in the hospital, but much of the 
detoriatingphase  occurs when the patient is at home. Home 
palliative care would be impossible for most people without 
the support of family caregivers. In the United  States, in two 
Gallup Polls, in 1992 and 1996, around 90 per cent of re-
spondents reported that they would prefer home care if they 
were critically ill for six months.7Despite the input offered 
by professional palliative care services, care within the home 
usually relies primarily on a family member or friend. In-
deed, without the support of caregivers, home palliative care 
would be impossible for many people. A study conducted 
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ABSTRACT
Introduction: Care within the home usually relies primarily on a family member or friend. Indeed, without the support of a family 
caregiver, home palliative care would be impossible. 
Objectives: To assess caregiver’s needs and burden among family caregivers of terminally ill cancer patients.
Materials and Methods: A cross-sectional study was conducted in a tertiary care hospital from July 2015 to September 2017 us-
ing a predesigned and pretested schedule. Among family caregivers of terminally ill cancer patients admitted to the hospital, one 
family member was considered, who was primarily responsible for providing care to the patient. A total of  110 family caregivers 
were included in the study. The analysis was done using SPSS v. 20.0. 
Results: Most of the family caregivers were either children (35%) or spouse (23.6%) of terminally ill patients and the average 
caring time was 4.3 hours per day. 97% of people did not receive any practical help from anyone outside the family. As high as 
69% of people were in need of maximum support from physicians or other trained professionals to provide optimum care to their 
loved ones. About 40% of the people experienced severe burden in the process of caring for their loved ones and they were at 
high risk of developing psychosomatic symptoms.
Conclusion: The family caregivers lack appropriate training and knowledge for providing optimal care to their loved ones in a 
state of advanced illness. They should be trained about providing better palliative care services and support.
Key Words: Carers, Care providers, Home palliative care, End of life care, Terminally ill, Caregiver’s need
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on 18,222 people in Canada shows 88% of people willing to 
die at the home rather than hospital setting towards the end 
of their life.7 The trend to die at home is further increasing 
as a study in Melbourne reports 94.3% inclination to die at 
home.8

A family caregiver” is a relative or friend who provides psy-
chosocial and/or physical assistance to a patient who needs 
palliative care.9 The responsibility of a family carer depends 
on the physical and psychosocial needs of the patient.9,10,11 
Family caregiver’ responsibilities may include personal care 
(hygiene, feeding); domestic care (cleaning, meal prepara-
tion); auxiliary care (shopping, transportation); social care 
(informal counselling, emotional support, conversing); nurs-
ing care (administering medication, changing catheters); and 
planning care (establishing and coordinating support for the 
patient). the diagnosis of a life-threatening illness of a fam-
ily member is their first major confrontation with death for 
many families.12

The physical, emotional, financial and social impact of pro-
viding care for a dying relative may be increased by social 
burdens such as restrictions on personal time, disturbance of 
routines and diminished leisure time among family caregiv-
ers. Relatives of cancer patients may experience as many 
psychological problems as per some studies which include 
anxiety, depression, reduced self-esteem, feelings of isola-
tion, mental fatigue, guilt and grief. Caregiving in the family 
can have a negative impact on the family’s quality of life. 
Family members of cancer patients may insight many men-
tal issues according to certain studies which incorporate ten-
sion, depression, decreased confidence, sensations of discon-
nection, mental weakness,  guilt and sorrow. On contrary, 
providing care in a family affect the family’s satisfaction.9 

Presently home palliative care include a more intricate con-
sideration which incorporates advanced skill, for example, 
opioid administration and management of symptoms. The 
physical and psychosocial needs of the patient and the ele-
ments of connection among career and patient are significant 
components for caregiving.9,10,11 Diagnosis of a life-threat-
ening disease of a relative is their first significant encoun-
ter with death.12Almost one-third of 106 Australian family 
caregivers reported confronting significant anxiety, and 12% 
experienced significant depression.13 Being a family caregiv-
er may also predispose a person to health problems, such as 
physical exhaustion, fatigue, insomnia, burn out and weight 
loss.

Being a family carer may likewise incline an individual to 
medical issues, like actual weariness, exhaustion, sleep dep-
rivation, burnout and weight reduction. The patient is more 
comfortable at the home than in the medical clinic. Demise 
in the home is a more honourable and agreeable experience 
than death in hospital. Home palliative care is savvier and 
numerous medical care centers promote home palliative care.  

One study has shown that demise among 16% of malignancy 
patients in South Australia was at home12 and a study in Vic-
toria shown that 21% of individuals die at home.14 It was 
seen in a study that men are more likely  to die at home. Ele-
ments for the inclination of home demise were satisfactory 
monetary assets, having malignancy or AIDS, having a full-
time career, not living alone, having individual requirements 
that could be overseen at home.13,9 

In Odisha, the paucity of palliative care units has severely 
affected thousands of cancer patients and their family mem-
bers. Limited studies are available assessing caregiver’s 
needs and burden among family caregivers of terminally ill 
cancer patients in Odisha. 

AIM: To assess caregiver’s needs and burden among family 
caregivers of the terminally ill cancer patients

SUBJECTS AND METHODS

Study design
The study was a hospital based Cross-sectional study con-
ducted in Oncology (Medical and Surgical) and Haematol-
ogy Departments of Institute of Medical Sciences & SUM 
Hospital, Bhubaneswar, Odisha. The study was conducted 
over two years and three months, starting from July 2015 to 
September 2017. The study population comprised of fam-
ily caregiver of terminally ill patient. The sample size was 
calculated to be 110 depending upon the prevalence of ter-
minally ill patients among all cancer patients which was 80% 
taken from a multicentric study by David S et al.15 To assess 
awareness, perception and practice of palliative care among 
family caregivers one family member was considered, who 
was primarily responsible for providing care to the patient. 
In this way, 110 family caregivers were included in the study. 
Family caregivers not willing to participate in the study were 
excluded.

Data collection and analysis
Based on the clinical assessment the physicians, terminally 
ill cases (with survival less than one year) were identified and 
their caregivers were interviewed. The attendant/s present 
with them was asked for participation (as family caregivers) 
and only one was considered for participation (considering 
that the patient attendant present was more intimately at-
tached in care providing than the other). In this way, a total 
of 110 family caregivers were interviewed. Data were col-
lected by predesigned and pretested schedule. The subjects 
were explained in detail about the study and the expected 
outcome. They were assured of privacy and confidentiality 
of data. Informed written consent was obtained. The inter-
view was conducted in the local language after establishing 
a good rapport with subjects and in a very friendly manner. 
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The data collected were entered in a Microsoft Excel spread-
sheet. After proper data cleaning data were imported and 
analysed using IBM SPSS Statistics software version 20 li-
censed to the institute. Descriptive statistics were expressed 
as frequencies (percentages), means, standard deviations, 
standard error of means at 95 confidence intervals.

Study tool: The schedule for family caregivers of terminally 
ill cancer patients consisted of basic information of family 
caregivers, needs of family caregivers and burden assess-
ment of family caregivers. The questionnaire focused on the 
primary family caregiver and included three parts. The first 
Part included questions on the interpersonal relationship be-
tween the caregiver and the terminally ill, financial status 
of the caregiver, additional help received outside the family, 
etc. The second part of the questionnaire was adapted from 
“The carer support needs assessment tool” (CSNAT) which 
is a comprehensive evidence-based tool. It is used as part of 
a process of assessment and support that is practitioner fa-
cilitated but carer-led. The CSNAT approach provides carers 
with the opportunity to consider, express and prioritize their 
support needs.16 The developers of this tool are Gail Ewing 
and Gunn Grande who work as social workers at tat the Uni-
versity of Cambridge and the University of Manchester re-
spectively. The thipart Burden Scale for Family Caregivers 
(BSFC) is a scientifically developed instrument designed to 
measure the perceived burden of family caregivers resulting 
from home care.17

Ethical considerations
Approval for the study was obtained from the Institutional 
Ethics Committee of the Institute of Medical Sciences & 
SUM Hospital with reference number IMS/IEC/108/2015. 

RESULTS

A total of 110 family members were interviewed who were 
present along with the terminally ill patients during the time 
of the survey.

The mean age of the participating family caregivers was 
35.69 years with a standard deviation of ± 9.198 years. The 
minimum among all the caregivers was 19 years while the 
maximum age was 56 years. The average hours spent in car-
egiving ranged from 1 hour to almost 9 hours a day with 
a mean time of 4.3 hours. The family caregivers that were 
interviewed did spend an average of 6.58 months with their 
terminally ill relative and some had a fresh experience of at 
least a month and some were consistently caring for about 
one and half years. Most of the family caregivers were male 
(65.4%). Completion of higher secondary examination was 
seen in many participants (40%), followed by graduates and 
postgraduates (21.8). Either of son or daughter (34.5%) in 
the family was the prime caregiver in the family among 

most of the study participants; while others included sib-
lings (8.2%), Parents (9.1%), spouse (23.6%), grandchildren 
(12.4%) and other first-degree family relatives (12.2%). Al-
most all (97.2%) family caregivers had received no external 
help outside of the family, neither in terms of finances nor 
in terms of care providing. The few (2.8%) those who had 
received some sort of help were from local charitable organi-
sations or personal donations made to the families. (Table 1)

The CSNAT is an evidence-based tool that facilitates support 
for family caregivers of adults with life-limiting conditions. 
Based on CSNAT scoring the family members were divided 
into three categories; scores <56 indicated that the family 
caregivers could provide good care to the family which in-
cluded only 10.9% of the total participants, while the score 
from 56 to 83 including 20% of the family members and this 
group could even care better if they were supported a little in 
terms of caregiving. The third group (scores ≥ 84) comprised 
of the majority of subjects (69.1%) who want a lot of sup-
port in providing care to their terminally ill family member. 
(Table 2)

The burden experienced by the family caregivers is the most 
important caregiver related variable in care at the home of 
a terminally ill person. The extent of subjective burden has 
both emotional and physical impact on the caregiver. The 
majority (40%) had a severe burden in caregiving and were 
at higher risk of developing psychosomatic symptoms. Al-
most a similar percentage (33.6%) of family caregivers ex-
perienced none or milder burden in caring for their dear ones 
and hence they were at minimal risk of developing psycho-
somatic symptoms.     (Table 3)

DISCUSSION

The mean age of family caregivers was 35.69 ± 9.198 years, 
minimum among all the caregivers was 19 years while the 
maximum age was 56 years which highlights that in some 
families almost a teenager and some almost a geriatric aged 
group also acted as caregivers to the terminally ill. The aver-
age time that was spent for daily caregiving ranged from 1 
hour to almost 9 hrs (mean = 4.30 hrs.). As stated in research 
by Dr.Tse Man Wah & Doris was that if a particular caregiver 
spends more than 3 hours in caregiving regularly, then he/she 
is ought to experience a certain form of subjective burden be-
cause of caregiving and may be at risk of developing certain 
negatively impacted psychiatric manifestations.18

About two-third of caregivers were male (65.4%). Children 
of the terminally ill acted as caregivers in the majority of 
the cases (34.5%), followed by the spouse (26.7%) and other 
family members (24.6%). As high as 97.2% of participants 
claimed to receive no help outside the family and only those 
few who received help were from local NGO’s and dona-
tions made by some noble persons in the society. 
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Caregivers need was assessed by using CSNAT (Carer Sup-
port Needs Assessment Tool). Family caregivers need to be 
supported in their central role of caring for patients at the 
end of life, but brief practical tools to assess their support 
needs have been missing.16Results obtained from it showed 
69.1% of family caregivers are in the maximum need of sup-
port in care providing for their near ones. While only 10.9% 
were only able to successfully provide the utmost care that 
is needed for the terminally ill patient. Research showed that 
as high as 80% of people require help (physical, psychologi-
cal and skill-based) to improve the quality of care that they 
are currently providing to their loved ones. Thishighoutcome 
of family carers needing much support in care providing is 
because there is a lack of training of family caregivers and 
communication between the medical care providers and fam-
ily caregivers.19

Caregiving burden is often referred to as the family caregiv-
ers’ perceived level of distress, demands, and the pressure as-
sociated with caregiving roles, responsibilities, and tasks. In 
this study, using Burden scale for family caregivers revealed 
that 40% had a severe burden in caregiving and were at high-
er risk of developing psychosomatic symptoms, 26.4% had 
moderate burden of caregiving and were at moderate risk to 
develop psychosomatic symptoms & 33.6% of family car-
egivers experienced none or milder burden in caring for their 
dear ones and hence they were at minimal risk of developing 
psychosomatic symptoms. A study using the BSFC, shown 
that 7.6% of the caregivers experienced a “no to low” bur-
den, 23.5% “mild to moderate”, 41.8% “moderate to severe” 
and 27.1% “severe” burden.20 Current medical policy en-
courages short-term hospital stay and promotes community 
care for patients with a terminal illness. Family members are 
the main support system and shoulder the responsibility for 
patient care in the community.17 The personal impact of the 
end of life care for terminally ill patients needs to be empha-
sized.20 In our findings family burden is seen less as it is in 
our cultures that caring for our relatives is a privilege and 
love shown to them rather than considering it a burden. 

CONCLUSION

Our study indicates that the majority of the family caregivers 
were either children (35%) or spouse (23.6%) of terminally 
ill patients and the average caring time was 4.3 hours per 
day. 97% of people did not receive any practical help from 
anyone outside the family. As high as 69% of people needed 
maximum support from physicians or other trained profes-
sional to provide optimum care to their loved ones. About 
40% of the people experienced severe burden in the process 
of caring for their loved ones and they were at high risk of 
developing psychosomatic symptoms.

Caregiving attitude is deep-rooted in our cultures and each 
member of the family gave their maximum help and love 

towards their terminally ill patients, but they lacked appro-
priate training and knowledge in how to provide optimal 
care to their loved ones in their state of advanced illness. 
The families must be educated, and some members should 
be trained about providing better palliative care services and 
support to their loved ones. Family caregiver’s mental health 
also should be taken care of by providing counselling and 
psychosocial support.

LIMITATIONS

A limitation of this study was that, it was carried out in only 
one centre. Research by qualitative methods would yield 
more information and could have brought into limelight 
what more could be done for family caregivers of the termi-
nally ill cancer patients.
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Table 1: Socio-demographic characteristics
Mean Standard deviation Min. Max.

Age in years 35.69 ± 9.198 19 56

Hours spent daily in caregiving 4.30 ± 1.587 1 9

Caregiving in months 6.58 ± 4.286 1 18

Number (Percentage)

Gender Male 72 (65.4)

Female 38 (34.6)

Educational qualification

No formal education 4 (3.6)

Primary 17 (15.5)

Secondary 21 (19.1)

Higher secondary 44 (40)

Graduates and Postgraduates 24 (21.8)

Relationship with terminally ill

Children (son / daughter) 38 (34.5)

Siblings (brother / sister) 9 (8.2)

Parent ( father / Mother) 10 (9.1)

Spouse (husband / wife) 26 (23.6)

Other 27 (24.6)

Get help from outside Yes 3 (2.8)

No 107 (97.2)
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Table 2: Assessing needs of Family Caregivers (using CSNAT – Carer Support Needs Assessment Tool)
CSNAT Score Number (%) Interpretation

< 56 12 (10.9) Able to provide good care

56 – 83 22 (20) Need minimum support in care providing

≥ 84 76 (69.1) Need maximum support in care providing

Table 3: Burden assessment of family caregivers (using BSFC – Burden Scale for Family Caregivers)
BSFC Score Subjective burden categories Risk of psychosomatic symptoms Number (Percentage)

0 - 35 None to mild Not at risk 37 (33.6)

36 - 45 Moderate Increased risk 29 (26.4)

46 - 84 Severe At very high risk 44 (40)


