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ABSTRACT

Objectives: This study aims to explore the psychosocial issues faced by the primary caregivers of advanced head and neck cancer patients with the
primary objective to understand their experiences within social context.

Materials and Methods: Burden and QOL of caregivers (n = 15) were quantified using Zarit Burden Interview schedule and caregiver quality of life
index-cancer (CQOLC), respectively. Primary caregivers (n = 10) were interviewed using semi-structured interview schedule. Thematic analysis was
employed to analyse the qualitative data. Descriptive statistics was used for quantitative data.

Results: Four major themes emerged: (1) Impacts of caregiving, (2) coping with caregiving, (3) caregiver’s appraisal of caregiving and (4) caregiver’s
perception of illness. Majority (73.3%) of the caregivers had QOL below 100. The mean CQOLC score was 73.07 (SD 24.17) and most (46.7%) of the
caregivers reported mild-to-moderate burden, while 27% had little to no burden. The mean ZBI score was 32.4 (SD 18.20).

Conclusion: Caregiving impacts the physical, emotional, financial and social aspects of caregiver’s life. Caregivers adopt active coping strategies to
overcome the impacts of caregiving. Family acts as a major source of strength to manage the emotional constraints faced by Indian caregivers. Cultural
beliefs and values of caregivers influence their appraisal of caregiving situation. Majority of the caregivers experienced mild-to-moderate burden while

most of the caregivers scored low on QOL.
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INTRODUCTION

India has one-third of oral cancer cases in the world.™! About
80% of them have advanced disease at presentation® with
little scope for curative treatment and most are, therefore,
left with the only option of supportive care. Palliative care
penetration in India is only about 1-2%.* The limited
availability of palliative care shifts the paradigm of palliative
care services from formal health-care professionals to the
family members who are forced to don the role of caregivers.

A primary caregiver is the one who provides unpaid care at
home and who has a pre-existing relationship (relative or
friend) with the person for whom care is being provided.
Primary caregivers are usually spouses, partners or adult
children, who usually live with the cancer patient in the
same premises. This informal home-based care poses many
complex issues and challenges that affect the caregivers."”! It
is of primary importance to examine those who bear much

of the responsibility in caring for the cancer patient.!® It has
been shown that caring for those at the end of their lives at
home weighs heavily and impacts the well-being of family
caregivers.”! Informal caregiving is associated with impaired
physical well-being, emotional disruptions, uncertainty
about the future, lifestyle interruptions, work-related changes
and increased financial strain.® The multifaceted distress
experienced by the caregivers is conceptualised as caregiver
burden or stress.'*!!! Various factors such as age, gender,
marital status, relationship and employment were found to
be mediators of caregiver burden.!'%

Palliative care is all about improving the QOL of not only
patients but also their families. Since there are limited studies
regarding caregivers of palliative care patients in our country,
we decided to explore the psychosocial issues of caregivers
with advanced cancer. Working in outpatient palliative care
and seeing the struggle of the caregivers, especially in head-
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and-neck cancer, made us explore the psychosocial issues of

caregivers of advanced head-and-neck cancer patients. The

primary objective is to understand the caregiver’s experiences
within the social context. Using a mixed method study, we
aimed to:

1. To quantify the caregiver burden using Zarit Burden
Interview (ZBI) schedule and quality of life in caregivers
using caregiver quality of life index-cancer (CQOLC)
scale

2. To qualitatively explore psychosocial issues faced by the
caregivers of palliative care patients with advanced head-
and-neck cancer.

Setting and participants

This research was carried out as part of the thesis for the
Cardiff MSc (Palliative medicine) course and proceeded
with approval from the institutional thesis review
committee, between January 2016 and May 2016. Through
purposive sampling, primary caregivers accompanying
advanced head-and-neck cancer patients attending the
palliative care outpatient clinic were included in the study.
Recruitment of participants was done after they understood
a detailed printed format stating the study purpose and
obtaining the signed informed consent for participation. The
confidentiality of the participants was ensured throughout.

Inclusion criteria

The following criteria were included in the study:

e Ageabovel8 years

e Should be the primary caregiver of advanced head-and-
neck cancer patients

e Those who speak and understand the regional language
(Tamil) well.

Exclusion criteria

The following criteria were excluded from the study:

e  Caregivers with known psychiatric illness or those on
treatment for psychiatric illness

e Those who provide paid services.

MATERIALS AND METHODS

Both descriptive survey approach and a qualitative
phenomenological approach were adopted for this study.

The quantitative data collection preceded the qualitative
in-depth interview. A sociodemographic sheet was used to
collect the personal details of the caregivers and the patient
details such as diagnosis, duration of illness and treatment
history. Caregiver burden was assessed using the ZBI and
quality of life was assessed using the CQOLC.

1. Quantitative: Quantitative data were collected using
standard validated tools —
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i. ZBI schedule,”® a self-reporting validated tool
with translation available in the regional language
(Tamil) was used to quantify the burden. This
multidimensional tool was used to measure strain
experienced by caregivers in four domains - social,
physical, financial and emotional domains. Each
question is scored on a 5-point Likert scale (never
= 0, rarely = 1, sometimes = 2, quite frequently =
3 or nearly always = 4) where the caregivers are to
indicate as to how often they have felt from ‘never’
to ‘nearly always! The scores are summated and
interpreted as follows: 0-21: Little or no burden,
21-40: Mild-to-moderate burden, 41-60: Moderate-
to-severe burden and 61-88: Severe burden

ii. CQOLC is a self-reporting instrument to assess
the quality of life of cancer carers developed by
Weitzner et al.' with adequate validity (0.95) and
internal consistency (Cronbach’s alpha 0.91). This
is a 35-item self-administered questionnaire with
each item having a score from 0 (not at all) to 4
(very much). The maximum score is 140, the higher
the score better the QOL. There are subscales for
burden, disruptiveness, positive adaptation and
financial scales. These four factors include 27 items,
with eight additional items not loading on to these
factors.

Qualitative: Qualitative research was conducted

fulfilling the COREQ criteria.l'? Face-to-face

interview of caregivers using a semi-structured
questionnaire was carried out by a psycho-oncologist
with experience. We chose a third person for the
interviewing to avoid respondent bias as the researcher
was also the treating palliative care physician. A trial
interview preceded the formal interviews and helped
structure the open-ended questions. The questions
of the semi-structured interview in this study were
mainly targeted to explore the psychosocial impact
of caregiving on caregiver’s four main life domains:
Physical, emotional, social and financial and to
know whether the patient or the caregiver could find
any meaning in their role of caregiving. The open-
ended questions are given in [Table 1]. Besides, the
interviewer was permitted to allow the conversation
to stray away from the topic at her discretion as
appropriate to maintain the flow help in capturing the
responses. The interview was in the vernacular (Tamil)
and audio recorded. The duration of each interview
ranged from 30 min to 45 min. All the recorded data
were appropriately labelled and handed over to the
researcher for transcription, translation and analysis.

The quantitative data were analysed using descriptive

statistics and expressed as percentage, mean and

standard deviation. Qualitative data analysis was

| 504



Ramasamy, et al.: Psychosocial issues of caregivers of patients with advanced head and neck cancer

done using thematic analysis as described by Braun
and Clarke in 2006."8! Accordingly, all six steps were
followed - familiarisation of data, generating the
initial codes, searching for themes, reviewing the
themes, defining and naming themes and producing
the report. The extraction of themes, subthemes and
the categories describing the phenomena were done
manually using colour coding and derived according
to their broader meaning of significance, thereby
making it possible to interpret the essence of the
entire qualitative data of this study in a schematic
manner.

RESULTS

We recruited 18 caregivers but three were excluded due
to incomplete data. We had 15 caregivers for quantitative
analysis but used only 10 for qualitative as we had difficulty
in retrieving the exact information from the voice recorder
in the remaining five. The demographic details are given
in [Table 2]. The duration of caregiving is displayed
in [Figure 1]. ZBI scoring revealed that 46.7% of the
caregivers experienced mild-to-moderate burden. The
mean ZBI score was 32.4 + 18.2. The mean CQOLC score
was 73.07 + 24.17 and the median CQOLC was 68 (range
34-109) [Figure 2 Jand [Figure 3].

Four major themes with several subthemes emerged on
analysing the qualitative data, as depicted in [Figure 4].

The major themes include:

Impacts of caregiving

Coping with caregiving

Caregiver’s appraisal of caregiving

Caregiver’s perception of illness.

Ll o

Impacts of caregiving

The four major areas found to be negatively impacted as a
result of caregiving are — physical, emotional/psychological,
financial and social.

Table 1: Semi-structured interview questions.

S.No. Questions

1. Could you elaborate on your experiences with caring
for your relative?

2. Can you describe the ways in which you take care of
your relative?

3. How your role as a caregiver affects you - physically,
psychologically, socially and financially?

4. Could you share how you manage the problems you
experience as a consequence of caring for your relative?

5. What is your understanding about the present illness of
your relative?

6. How do you think your caregiving benefits the care
recipient?

Physical impacts of caregiving

Caregivers were unable to focus on their physical health
including their sleep, appetite and overall health, as a result
of caring for the patient (n =5 [50%]).

Sleep

Sleep, a predominant aspect that influences physical well-
being, was found to be affected as a result of caregiving.
Alteration in the pattern and quality of sleep was reported
due to the direct effect of caregiving or as a result of their
distress regarding the illness of their loved one. Caregivers
reported their sleep as being intermittent as a result of
addressing the needs of the patients during nighttime.

[I am not able to sleep adequately in the night as I keep
waking up to look after him, my sleep is affected] -
(CG003)

[I am not able to sleep properly. I don’t get sleep till 12.00
at the midnight. After having dinner, will sleep for some
time but later thinking about my wife I lose some sleep]. —
(CG009)

In contrast, some caregivers stated that their sleep was not
affected and that the quality of their sleep was good. They
attribute their uninterrupted sleep pattern to the long tiring
day and work stress during daytime.

[No, she doesr’t wake me up, I sleep well wake up sharp by
6 am, and will go about my work] - (CG017)

[No. I do not lose sleep. I work a lot from morning to evening.
Even if I sleep for a short duration, I sleep well.] (CG001)

Appetite and eating habits

Appetite is another major element of physical health that
was found to be compromised among majority of the

Table 2: Demographic data.

Characteristics Caregiver (%)
n=15 (100%)
Male/female 4/11
Age range 19-65 (mean 46.1)
Spouses/parents/children 11/2/2
Married/widowed/single 11/2/2
Literate/employed 13/11
Monthly household income <5000 INR 12(80%)
Financial help from family 8 (53%)

Substance abuse 1

Oral/pharynx/larynx/parotid cancers 9/4/1/1
Patients who were primary wage earners 11 (73.3%)
Duration of illness (range) 3-24 months
ZBI* (mean) 32.4+18.2
CQOLC’-median (range) 68 (34-109)

*Zarit Burden Interview score, ®caregiver quality of life index-cancer
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Figure 2: Zarit Burden score of informal caregivers.
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Figure 3: Caregiver quality of life index-cancer scoring of caregivers.

caregivers the reasons were both skipping their meal due to
their busy schedule, and lack of interest in eating as a result
of distress caused by the advanced disease of their loved
one.

[Then I don’t cook anything separately for myself, whatever
food I prepare for him, I eat a small portion of it. I don’t
make anything special for myself] - (CG003)

[T have to care for him, I dont sleep enough, not eating
adequately]- (CG010)

Health impacts

With the sleep and appetite being affected, caregivers
perceive deterioration in their overall health because of the
physical exertion as a result of caregiving.

[Now my health is affected because I take care of him day
and night] - (CG003)

Emotional or psychological impacts

While physical health is one component of quality of life,
psychological health also contributes significantly. Caregivers
experience major psychological distress seeing their loved
one suffering from the progression of the disease and
worsening of the symptoms (n = 5 [50%]).

(It is very distressing. It distresses me that he is suffering so
much. I am not able to see him suffer. I am not able to bear
it] - (CG001)

[Whenever he complains of ‘pain, I give him tablets.
But when he gets pain again within a short time, I feel
miserable, more of psychological distress].- (CG010)

[I feel psychologically distressed by thinking about his
condition and as the doctors have also told that he cannot
be cured] - (CGO11)

The reason for psychological distress not only pertains to the
disease condition of the patient but also the interpersonal
relationship between the patient and the caregiver. Caregivers
reported that the poor relationship resulted in increased
psychological distress. Caregivers also reported that they
experience negative emotions and they attribute it to the
frustration caused by the hectic schedule.

[When he gets angry, I just think why he is doing like
this. Even I get somewhat angry. Suddenly he raises his
voice I used to think why he is shouting like this and I
get irritated at that time only otherwise there is nothing
much].- (CG006)

[I dor’t have any trouble in specific but I have hatred
towards my life generally and have lost hope now and been
thinking of my life to end soon].- (CG016)

Guilt, as a manifestation of their decision about the place of
care, was reported by a caregiver.

[What I think is.... Everyone asked me why I had brought
him to this hospital, I had money, and that I could have
taken him elsewhere. What I thought was, somebody had
told me this hospital is good. If I take him elsewhere, 1
wouldn’t be able to save him. A person working in my office
had got the same disease and in the same stage. He is doing
well now, but my husband is in this condition. He was doing
very well before. He used to look very... handsome. This has
happened. 1 feel sad when I think about this]. - (CG001)

Uncertainty and fear regarding the future and the health of
the patient were also reasons for their distress.
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Figure 4: Thematic derivation of psychosocial issues in advanced head-and-neck cancer caregivers.

[Ahh. I feel tensed that this is happening. I feel fear that
something will happen to him and I would not be able to
do anything.] - (CG001)

Financial impacts

Change in work schedules and inability to go to work as a
result of the hospitalisation or the poor physical condition of
the patient has had a significant economic impact on the life
of the caregiver (n = 3 [30%])

[He is unable to go for his job due to his present condition,
I .am also unable to leave him and go for a job. So, we are
suffering financially too]. (CG010)

[He cannot go for any job, but I have to look after my
family with the income from the shop. I find it very
difficult for me]. (CGO11)

The financial burden is overwhelming in those who are
already in a lower economic status.

[T don’t have anyone to help me. No one gives me money.
Adding to that I am not economically sound and all my
people are also not having money like me. They are also
like me in the first place. How can they provide me any
help? nobody can help each other]. - (CG014)

Caregivers report reduced distress when the burden of the
hospital expenditures is being taken care of.
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[If there is hospital expenditure, I would find it difficult, but
as it is free of cost, I have to bear only the transportation
charges. I have food expenses only. What are we going to
cook? Eat? So, expenditure is only minimal, I can eat and
manage it with my income]. -(CG009)

Social impact

Carers who have had an active social life perceived that
caregiving has limited their social life, as they are occupied
with their responsibilities of taking care of their loved one
and hence they do not find time or interest to engage in the
social activities (n = 2 [20%]).

[I.am not able to go anywhere out, not even to temple. Then
I have stopped visiting my relatives, not in communication
with them, all these issues affect me] (CG003)

[This 1 year, taking care of him itself takes a lot of time.
I am not able to do anything much]. -(CG014)

Coping with the role of caregiving

The second major theme that emerged from the analysis
was the process of coping with issues that arose during
caregiving. Perceived family or social support was one
major determinant of psychological distress. Caregivers
who have received financial and emotional support from
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family were found to be coping well with the task of
caregiving.

Perceived supports
Financial support

Caregivers perceived that financial support received either
from their relatives or friends has reduced their distress to a
larger extent.

[She (mother) gets a pension. She gives a part of it to me so that
her daughter (i.e. caregiver) gets to lead a good life. She tells me
to save him somehow. She is the one who helps me a lot. I get
money for treating my husband only from that] (CG001)

[Yes, I have a little bit of financial difficulty but his elder
brother and my parents support it]. (CG006)

Whenever the expenses are within their means, carers can
manage even with little support from their close family.

[I manage the financial issues through my work. I don’t
have many expenses. When my children visit us they give
Rs.100/- and I can manage with that.] (CG009).

Emotional support

The emotional support received irrespective of any sources
be it parents, children, workplace or neighbours was found
to be a major stress reducing factor and it helped the
caregivers in dealing with the overwhelming psychological
burden.

[T would talk to my son for some time. Sometimes, I speak
to my neighbours when they give me emotional support,
I feel better. I talk to my mother over the phone who
provides me support] -(CG001).

[If T have any kind of fear in my mind, I call my
mother. She supports me at that time, saying that I
am doing everything I can, and if he is not getting
cured, I cannot do anything. She gives me full
support] (CG001).

Active coping strategies

Caregivers also reported various active problem-focused or
emotion-focused coping strategies that help them deal with
the situation effectively.

[T am not able to take care of him, still, I have to take
care of him, so I am doing it. What to do about it].
(CG014)

[Whatever difficulties come to us; we will have to face it
by ourselves. It’s no use in telling it to others. It in no way
useful by telling to you and others. How much ever big
problems come our way I just have to put in my heart and
think about it on my own.] (CG014)

[We have to manage. What else can be done? I do
not go to college or anywhere out. I am with my
mother full time. That is also my wish. We take care of
everything.]- (CG018)

Carers accept their role without any negative emotion despite
the difficulties they encounter, intending to protect their
loved ones from any psychological distress and guilt feelings.

[Hmm... Yes, I do have. Every morning after waking up I
keep thinking about where to go? I have to go for my job
as well as I need to bring her to hospital, once in ten days,
have to go here and there. I struggle; still, I cannot go and
express this to her right.](CG009)

[About that. I do not get any rest when I attend to him.
I cannot tell him that because he would start blaming
himself]. - (CG001)

Religious and spiritual ways of coping were also adopted by
the caregivers in their overwhelming situation:

[Nobody can solve these problems, only we should solve them.
There is no point in telling anybody, hence I accept it and have
left everything in God’s hands and moving on]. -(CG017)
[Whatever is destined to happen will happen. Nothing will
wait for us. I carry on thinking all these to be God’s wish]-
(CGO017).

Dependent children in families aided in the process of coping
with the caregivers in finding meaning and purpose in life.

[I go for work and I don't like depending on others. The
only thing I have in my mind is I have to raise my kids by
myself till am physically fit. I have two daughters so have
to take up the responsibility for that]. -(CG016)

In contrast, caregivers who used avoidance strategies to cope
seem to be negatively affected and suffer.

[I am somehow struggling and managing it. He does not
think about it. That's why even I stopped thinking about
him and I don't take into my mind whatever he tells. I just
leave it to god and I have suffered a lot madam] -(CG016)

Caregiver’s appraisal of caregiving
Positive appraisal

Caregivers appraise the situation positively and consider
it only natural for them to take on the role of caregiving.
Appraising the situation positively reduced the psychological
distress and the feeling of being burdened.

[Since my wife is not doing well so if only, I have to do this as
a husband to her, I dare not? Only we have to look after each
other. This is how we have lived our lives. Now, we are about
50 years old. At this age this disease has affected het, so what
can we do about that? Only I have to take care]. -(CG009)
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[I am interested in taking care of her till death and I don’t
get irritated at all. It is an unavoidable situation right, She
does not have her parents too to take care so in this situation
only I should take good care of her right] -(CG017).

Perceived benefits of caregiving

Carers, who perceive that the care they are providing is
of help to their loved ones and that it is protecting them
from the adverse psychological outcomes, felt relieved and
content.

[Yes, it supports her emotionally and psychologically when
I take care of her. If I am not taking care, then she tends
to develop frustration. Her happiness and satisfaction
depend on how much I care for her. I take good care of her.
If I don't care for her, then she will get frustrated and may
aggravate her illness, So I take care of her to my best] -
(CG009)

[If I am not taking care, then she would feel miserable. She
feels that no one is taking care of her and also might feel
sorry. If her parents had been there then they would have
taken good care of her. She may feel sad. So, now there are
no such feelings.] (CG009)

[He is happy that I am taking care of him well
now]. -(CG014)

Carers who take care of patients with physical limitations feel
satisfied with their role especially in the absence of family
support and even take pride in that they are the only pillar of
support on whom their loved ones rely.

[Yes, even if anyone else is there also, she will tell only me
about her pain] -(CG017)

[Yes. As I am always there beside him to give care. Whenever
he has pain, I give him pills, feed him, look after him and do
everything for him. That is why he is feeling good]. -(CG010)

One caregiver stated that she was satisfied in her role as a
caregiver as she can fulfil the financial needs of the family
by being employed, as her husband is affected by the illness.
Caregivers change their outlook at caregiving by assuming
new dimensions in their existing relationship with affected
loved ones.

[There is nothing of that sort; we generally take care of
our children, right? Likewise, I take care of my son like a
3-month-old baby]. -(CG003)

[I take care after I come from work. I bathe her, I cook for
her and I feed her, and give her juice. I do all the work.
I wash her clothes and do all the household work and look
after her like a doll]. -(CG009)

Poor interpersonal relationship between the patient and
the caregiver results in failure to see any kind of benefit or
satisfaction out of their roles among the caregivers.

[There is no gain in taking care of him. I don’t get a benefit
or a good name for that. He doesn’t think about me. He
doesn’t have thought of me. I struggle a lot and he doesn’t
give much importance to that. Even yesterday he was
scolding me like am not taking care of him and I didn’t
bring any money from my family and taking care of him in
his mother’s money and something like that]. -(CGO016)

Caregiver’s perception of illness

The final theme that emerged is the perception of the illness
from the caregivers’ point of view. Perception of a terminal
illness may be influenced due to various factors such as
culture, values and beliefs of an individual. The negative
perception of the illness indicates a negative attitude toward
caregiving and more perceived burden. Going through
the qualitative data, three subthemes emerged which had
influenced their perception regarding their loved one’ illness.

Values and beliefs

The caregivers believe that they have to be dutiful and take
responsibility for the present situation, as they perceive the
illness to be a punishment for their past sinful acts.

[I don’t know what sin I have done before. It is the karma
that has affected my son now. To rectify that karma I
have to undergo and have to save my child by caring for
him] -(CG003)

Caregivers also perceive the illness to be a devastating one
that disrupts their existing family structure which leads to
poor psychological well-being which, in turn, impacts their
quality of life.

[He has become like this. How happy we were. He has got this
disease. No one should get it That is what I think. (CG crying)
Family. No one should get this disease. That is what I think.
I feel very distressed. My family has lost its happiness. No one
should face such difficulty. That is what I think]. -(CG001)

Wishful thinking

Caregivers reported their wishes which seem to be influenced
by interpersonal attachment and cultural beliefs.

[I wish that only my son should do my cremation, especially
I shouldn’t do his last rites. Let him do it for me first, then I
don’t bother what happens to him later. Hence, I pray to God
that my child should do the last rites for me]. - (CG003)

Unrealistic expectations

Despite their knowledge about the prognosis of the disease,
carers had certain unrealistic expectations about the course
of illness.
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[AIl T want is my son to get well and be ambulant, socialise
with others just like how he used to before I also want him
to earn and feed me at least once (cries.)] -(CG003)
[Hoping that she would get better]. -(CG018)

[We will be happy if he is cured. We pray to God for the
same.] (CG006).

DISCUSSION

The demographics of caregivers of head-and-neck cancer
patients in our study were female spouses, with low literacy
levels, while many of them were employed, their income
levels were low. Almost all of these factors have been shown
to predict increased levels of caregiver burden and a lower
QOL in earlier studies.!>4

Majority of the caregivers in this study had mild-to-moderate
burden (46.7%) and a significant number experienced
moderate-to-severe burden (26.6%). This increased level of
burden could be attributable to the shift in roles, loss of a
job and meeting the physical and psychological needs of the
patient as can be made out from our qualitative interview.
A study by Lukhmana et al. from Delhi reported that the
majority of their caregivers (56.5%) had little or no burden.*!
This contradiction in the two studies from the same country
(India) using the same tool (ZBI) in their regional languages
(Tamil and Hindi) could be attributed to the fact that all the
patients in the present study were in their palliative phase
while the cohort from Delhi was receiving active treatment
and can also be due to difference in the sample size.

The median CQOLC score of our caregivers was 68. The low
mean (73.07 [SD 24.17]) and median CQOLC score signify
the overall reduction of QOL mostly due to physical impact,
emotional distress and the financial hardships faced by the
study sample. Another study from Delhi using CQOLC
stated that caregivers with lower socioeconomic status in
developing countries are at risk of lower QOL.? Likewise,
Nayak et al. in their study also found that caregivers of
advanced cancer patients attributed financial burden to
negatively influence their QOL,"” being a charitable cancer
hospital, all our patients too were from lower socioeconomic
group.

The findings of our qualitative interview have revealed that
without formal health care and financial support systems
informal caregivers are forced to bear the brunt of caregiving
responsibilities. The major impact was on all the four domains
- physical, emotional, financial and social influenced by
the symptom burden and personal care needs of the care
recipients. Similarly Brazil et al.®® in their qualitative study
reported that care recipient symptoms and personal care
needs were the primary stressors in the Canadian caregivers.
Further they reported that the informal support received
from their family, friends and neighbours to be moderators
of caregiving stress.
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Out of the four domains that emerged from qualitative
analysis, two of them had financial factors affecting them
both positively as perceived support for coping and a negative
impact of caregiving when the loss of earning resulted in
financial loss.

Despite the negative impacts of caregiving caregivers coped
up with their situation using family support, active problem
focussed coping strategies, positive appraisal of the situation
by finding meaning and purpose in their caregiving in
addition to filial responsibility.

In our study, caregivers employed both problems focussed
and emotional focussed coping methods to overcome the
stress of caregiving. The findings of our study support another
study from Karnataka®' which showed that caregivers used
both positive and negative coping strategies. They also found
a significant negative correlation (r = —0.722, P = 0.005)
between stress and coping among caregivers of palliative care
patients. Papastavrou et al.®" in their study have concluded
that informal caregivers adopting emotion focussed coping
to be depressed and manifest increased burden.

The perceived benefits by caregivers in our study were
taking pride in being a pillar of support to their loved
ones and finding meaning and purpose in their tasks. This
phenomenon of self-transcendence in finding meaning and
faith in their tasks help overcome adversity by caregivers
of terminally ill cancer patients as observed by Enyert and
Burman.P!

Unrealistic expectations and wishful thinking were seen in
our caregivers. This is not uncommon in Indian caregivers
with strong interpersonal relationships and a culture
influenced by filial responsibility. A recent study examining
hope and its relationship to QOL found that positive readiness
and expectancy as well as interconnectedness to be negatively
correlated with quality of life in cancer caregivers.?

There are few limitations to this present study. Being a cross-
sectional study, the experiences of the caregivers throughout
the illness trajectory of the patient were not obtained. Given
the small sample size, the quantitative data could not be
further analysed, thus making the generalisability of the
data difficult. However, further research with a longitudinal
study will improve our knowledge of caregiver experiences
throughout the illness trajectory. Knowledge gained from
the study can also be used for intervention such as respite
care, social and financial help to caregivers to improve their
coping and decrease their burden.

CONCLUSION

Caregivers of advanced head-and-neck cancer patients in our
study had their QOL impacted by the caregiving in physical,
emotional, sociocultural and financial aspects. While the
perception of illness bordered on unrealistic expectation and

| 510



Ramasamy, et al.: Psychosocial issues of caregivers of patients with advanced head and neck cancer

wishful thinking, most caregivers appraisal of caregiving
was positive and they perceived some benefits in their deeds.
They were able to cope with the perceived family supports
and by adopting active coping strategies.
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