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ABSTRACT

Background: Number of cancer cases in India is rising every year and also the sufferings caused by the disease. The
patients not only require physical control of disease and symptoms, but, also need help to cope up with other elements
caused by the disease. Psychosocial aspect of the patient is usually left unmet.

Methods: This study was done in ‘Jeevodaya Hospice Care Centre’, Chennai, India. 60 patients were included in this
study. Questionnaire on problems and needs in palliative care was used. The questionnaire consists of eleven elements
which deal with psychological issues and fourteen elements which deal with social problems and needs.

Results: The five most common psychological problems, perceived by palliative care patients in descending order
were; depressed mood (96.7%), fear of metastasis (95%), unpredictability of future (93.3%), not experiencing
pleasure (91.5%), and, fear of physical suffering (85%). The five most common social problems perceived by the
patients were; loneliness (93.3%), experiencing too little support from others (61.7%), difficulty in talking about the
disease for not wanting to bother others (56.7%), finding others not receptive while talking about the disease (53.3%)
and difficulty in finding someone confidential to talk to (46.7%).

Conclusions: These psychological and social problems along with fear of death causes disruption of the sensitive
balance between the body and mind. Proper communication, treatment and counselling helps in a great way to tackle
such issues.
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INTRODUCTION

India is one of the developing countries with increase in
aging population over the past 20 years, and also with
increase in prevalence of advanced cancer.® Around one
million new cases of cancer occur each year in India, with
over 80% presenting at stage 111 and 1V.? They present
with  multiple and multi-dimensional  problems.
Therefore, they require not only physical control of
disease and symptoms, but, also need help to cope up
with other elements caused by the disease. If they are at
the advanced stage of the disease where the chance of

cure is remote, they may also need assistance in planning
for life.

Palliative care is not end of life care, its aim is to relieve
suffering in all stages of disease. Along with medical
care, palliative care is provided at the same time when
curative or life-prolonging treatments begins.® To achieve
good palliative care, good psychosocial care is important.
Psychosocial care, according to the National Council for
Hospice and Specialist Palliative Care Services, involves
both psychological and emotional well-being of the
patient as well as their family/care takers, providing them
with knowledge about the illness and its consequences
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and how to deal with it.* It allows the patients to express
their feelings about the disease.**

Usually a large number of the patients’ needs remain
unmet because not all take the initiative to make their
problems known. Most of the patients do not report their
problems because they are unaware of available services,
some doesn’t want to bother their doctor with futile or
non-medical problems thinking it is waste of time.®®
Therefore, the psychosocial problems are not addressed
causing unnecessary suffering and possibly leading to an
escalation of the problems.*

Thus, it is important to define the goals which addresses
all the dimensions when treating patients with life-
limiting illnesses. Developing a standard protocol for
assessing the problems and needs of cancer patients
might help overcome these problems, and contribute to
their better quality care.™* The Noble prize winner for
peace ‘Mother Teresa’ in 1979 had said The greatest
disease is the feeling of being unwanted, uncared for and
deserted by everybody.'® The most terrible disease that
can ever strike a human being is to have no one near him
to be loved.

To be maximally supportive, it is necessary to show that
we care about the patient as a person and that we are not
just concerned about physical symptoms alone.
Therefore, this study aims to find out the psychosocial
problems of patients in palliative care center, in Chennai
to know how healthcare rendered to terminally ill patients
can be modified for the good of the suffering patients.

METHODS

A cross sectional study was done in ‘Jeevodaya Hospice
care Centre’, located in North Chennai in Mathoor,
Manali, India. Study was conducted from May to
September 2010 (5 months). 60 patients who were not
very ill, able to talk comfortably and who had good
mental state as per the mini mental state examination
were included in the study. Questionnaire on problems
and needs in palliative care was used. After extensive
textbook and literature search in palliative care, the
common psychological and social problems and needs in
palliative care were identified. According to the previous
studies on problems and needs of patients in palliative
care the PNPC (problems and needs in palliative care)
guestionnaire developed by Osse was a valuable tool to
develop the questionnaires.*®

The questionnaire consists of eleven elements which deal
with psychological issues and fourteen elements which
deal with social problems and needs. Also, patients back-
ground information was collected which includes
information on the socio-economic and socio-
demographic profiles like name, sex, address, religion,
number of family members, educational status,
occupation, type of family, family income and marital
status.

The questionnaire was administered to the study subjects,
after getting informed consent, according to the time
comfortable for the individual patients. Therefore,
interviewing per patient took lots of time. Enough time
breaks were given according to patient’s request. Time
taken to answer the background information, socio-
economic and socio-demographic data along with general
and clinical examination was approximately 45 minutes.
The time taken to answer the questionnaire was
approximately 4 hours. The interview questions were not
asked continuously but in three divided time schedules
comfortable for the patients and according to the
institution timings. Whenever a patient felt tired and not
interested to answer, the interview was withheld and
resumed after some time.

The study was approved by institutional ethics
committee. Data analysis was done in SPSS 17.
Individual problems asked through questionnaire are
expressed in proportions and percentage.

RESULTS

70% of the patients in this study were in the age-group of
40-59 years. Among the study subjects’ males and
females were equally distributed. The age distribution of
the patients are shown in Table 1.

Table 1: Age distribution of palliative care patients.

Age group Total (n=60) (%
<40 yrs 8 (13.3)

40-59 yrs 42 (70)

>60 yrs 10 (16.7)

The educational status of the palliative care patients is as
given below (Figure 1). 41.7% of subjects in the study
were illiterate. 13.3% of subjects were postgraduates.
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Figure 1: Distribution of palliative care patients by
education.

Figure 2 shows information on the type of family. It was
observed that 71.7% were from nuclear family.
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Figure 2: Distribution of patients based on type of
family.

Figure 3: Marital Status of palliative care patients.

According to their marital status, patients were classified
as unmarried, married and living, widowhood, separated
or divorced (Figure 3). 15% of subjects in the study were
unmarried and 50% were married.

Of 60 subjects in the study, 14 (23.3%) patients had
breast cancer, 11 (18.3%) patients had cancer of oral
cavity and 11 (18.3%) patients had cancer stomach. Other
patients included carcinoma of cervix, lung, pancreas,
rectum, thyroid, liver, colon, esophagus, prostate, ovary
and osteosarcoma (Figure 4).
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Figure 4: Disease profile of palliative care patients.
Psychological problems and needs

The palliative care patients were interviewed about their
common  psychological  problems. Among the
psychological problems, the five most common problems
perceived by majority of palliative care patients in
descending order were; depressed mood (96.7%), fear of
metastasis (95%), unpredictability of future (93.3%), not
experiencing pleasure (91.5%), fear of physical suffering
(85%) (Table 2).

Table 2: Psychological problems and their severity among palliative care patients.

| Psychological problems
Fears

Perceived

Perceived as severe (%

Fear of metastasis 57 95.0 74.5
Fear for physical suffering 51 85.0 34.6
Fear of being alone 39 65.0 38.5
Fear of death 27 45.0 55.6
Fear for treatment 20 33.3 55.0
Difficulties

Difficulty in unpredictability of future 56 93.3 39.3
Difficulty to accept body appear 31 51.7 25.8
Difficulty in showing emotion 18 30.0 16.7
Difficulty to see the positive aspects of life 17 28.3 22.0
Others

Depressed mood 58 96.7 44.8
Not experiencing pleasure 54 91.5 34.0

Social problems and needs

The five most commonly prevailing social issues in
descending order were; loneliness (93.3%), experiencing

too little support from others (61.7%), difficulty in
talking about the disease for not wanting to bother others
(56.7%), finding others not receptive while talking about
the disease (53.3%) and difficulty in finding someone
confidential to talk to (46.7%) (Table 3).
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Table 3: Social problems perceived as most common and severe by palliative care patients.

Social problems

Perceived as severe

Loneliness 56 93.3 73.2
Not experiencing enough support from others 37 61.7 39.5
Dlﬁlqulty in talking about the disease to others and not 34 56.7 29
wanting bother them

Finding others not receptive while talking about disease 32 53.3 6.3
Difficulty in finding someone confidential to talk to 28 46.7 17.9
Being forsaken by others 26 43.3 50.0
Others deny severity of your problem 25 41.7 0.0
Not getting practical help from life partner 23 40.4 52.4
Others dramatizing the situation 23 38.3 21.7
Difficulty in contacting with children 18 34.6 88.9
Relationship problems with life partner 11 25.6 63.6
Difficulty in talking about the disease to life partner 11 25.6 63.6
Difference in opinion about treatment provided 10 16.7 50.0
Problem when others are being over concerned 3 5.0 0.0

Table 4: Loneliness perceived as severe by age group, sex, type of family, marital status and educational status.

Patient characteristics

Loneliness perceived as severe

Sex:

Male 20 74.1
Female 21 72.4
Age in years

<50 20 69.4
>50 21 77.8
Type of family

Joint 12 75
Nuclear & others 29 72.5
Marital status

Unmarried 7 87.5
Married 18 66.7
Widowhood 11 68.8
Separated/divorced 5 100
Educational status

Iliterate 22 75.9
Others 19 70.4

Among the social issues, ‘feeling of being lonely or
loneliness’ was the most common issue as well as a
severe problem perceived by palliative care patients. On
cross tabulating loneliness in relation to sex, age, type of
family, marital status and educational status, it was found
that none of the above-mentioned factors had much
influence on severity of loneliness (Table 4).

DISCUSSION

Psychological problems are very common among
terminally ill patients. The most common psychological
problems observed in our study were depressed mood,
fear of metastasis and difficulty in predicting of future.
Depressed mood was present among 96.7% of palliative
care patients. This includes feeling depressed most often

during the day, feeling of persistent sadness, feeling low,
poor self-esteem, crying etc. Among those who had
depressed mood, 44.8% perceived it as a severe problem.
The magnitude of problem among men and women in our
study was similar.

Depression in cancer patients is three times more than in
the general population.** In a study done by Wang et al,
the prevalence of depressed mood was 73%.% They also
observed that as the disease progressed the severity of
depression also increased. Walsh et al in their study
stated depression among their sample studied was 41%."
Stam et al found that the prevalence of depression among
the cancer patients was 54%."" The broad difference in
the prevalence of depression in different studies may be
due to different age groups included, different types of
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patients interviewed, due to differences in assessment
tools and other factors.

There are lot of factors that can lead to depression and
can be categorized as cancer-related factors, cancer
treatment-related factors, psychiatric history, and social
factors.”® Cancer patients with advanced disease are the
most vulnerable group.'®*® Various causes of depression
include knowledge of a life-threatening diagnosis, having
physical symptoms like pain and nausea, side effects
from medical treatments, and loss of independence and
functionality. Others include changes in family
relationships, concern for dependents and changes
appearance.”® Patients who are usually at risk of
developing depression (apart from a family history of
depression) include patients whose symptoms are poorly
controlled or those who have poor communication with
their healthcare provider.>%

Symptoms of depression are categorized in two groups:
somatic and psychological. Patients usually present with
symptoms such as fatigue, sleep disturbances (excessive
sleep or insomnia), reduced appetite, being less talkative,
and may be emotionally down. They characteristically
have withdrawn mood, loss of interest in their
environment and in activities. They may even have a
desire or wish to hasten death (WTHD), or, be suicidal in
intent.”*®

Even the family/ care givers of patients are under great
stress. Caregivers have been found to experience more
anxiety and depression than people who are not caring for
patients with cancer. Children are also affected when a
parent with cancer develops depression.? Many
researchers found that the level of distress experienced by
family members is comparable, or even higher, than the
one experienced by the patient.”

Counseling provides professional assistance for patients
and their care givers in coping and managing their current
situation.®* There are studies that show, treating
depression not only improves the psychological condition
but reduces suffering and enhances quality of life.”®
Therefore, healthcare providers and care takers must be
alert for depressive symptoms in cancer patients, and
seek evaluation for depression when indicated.

Fear of metastasis was the second commonly persisting
psychological problem (95%) among the patients in our
study. Among those who had fear of metastasis, 74.5%
perceived it as a severe problem. Fear of metastasis can
be mentally debilitating. It increases the level of stress
patient is undergoing through.?® Any kind of headache,
eye ache, bone pain, bruise, swelling, etc., or any new
rash a patient gets, makes the patient think of metastasis.
Most of the patients in the present study knew what
cancer they were suffering from. They were also well
aware of what is meant by °‘metastasis’ in cancer.
Moreover, daily they saw their co-patients suffering and
eventually dying in their neighboring bed due to

metastasis. Therefore, even counseling was of not much
help in these patients.

Difficulty in unpredictability of future was the third most
common psychological problem (93.3%) among
palliative care patients. 39.3% perceived this problem as
severe. Anxiety of the disease is main and also the worry
over future financial issues and the possibility of
disability. This leads to increase in stress which manifests
in many ways including poor sleep routines, aches and
pains, irritability, tension, anxiety and more. In a study
done by Ossey et al, unpredictability of future was one
among the top five problems.?” Counseling in such
patients helps to maintain a positive attitude, present their
feelings in a confident way; and not letting anger take
over those feelings.

91.5% of patients in this study said that they were not
experiencing pleasure in life. 34% of them said this as a
severe problem. Pleasure is a subjective feeling and
cannot be objectively measured. For patients with all type
of sufferings life becomes unpredictabile and happiness
seems out of reach. Lissoni et al in a study concluded that
decline in the perception of pleasure with cancer
progression depends on psychological factors and also on
psychochemical alterations occurring during the course of
disease.”® Counselling can play a very effective role by
inducing a positive feeling. Patients can divert their
minds in activities like gardening, watching television,
playing cards and involvement in some pleasure
activities.

In the present study, fear of physical suffering was
present among 85% of palliative care patients and fear of
death among 45% of patients. In the study done by Osse
et al, fear of suffering was third among the top 20 needs
among cancer patients.”® It was observed that fear and
coexisting emotions like denial, anger and the ‘why me?’
syndrome can hamper the patients healing process and
have a psychosomatic effect on the disease. According to
Penson et al, for many, cancer is synonymous with death
and fearing death is a normal response.”® Without fear,
people would not take action and seek medical help.®
However, when fear becomes intense and overwhelming,
it is usually very distressing for patients. Some people
deal with such intense fear by denying everything that
might contribute to it, which in turn can result in delay of
diagnostic and treatment procedures.®** Tackling fear
should then be the first step towards dealing with cancer.
Healthcare providers should support patients in coping
with fear, not only because it is a distressing feeling but
also to improve adherence to treatments.

Even though only 33.3% of the patients had fear of
treatment, majority (55%) of them perceived this as a
severe problem. The main cause of fear was
chemotherapy treatment, pain during wound dressing,
phobia to see blood and other secretions, fear of disease
progression on seeing the fungating ulcers, etc. Being
comfortable with and confident in the treatment can help
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reduce fear and choosing a provider that suits them the
best.

Social problems

Man is a social being. We live in a society as a
community and perform our daily activities. Our daily
activities include our vocation, relationship with life
partner, children, parents, brothers & sisters and other
family members. Helping others in their need and being
helped by other peers keeps us more alive and healthy in
the society. Unfortunately, patients with terminal illness
are restricted from these activities.

The key social issues interviewed to palliative care
patients were; relationship problems with life partner,
difficulty in talking about the disease to life partner,
difficulty in contacting children, difficulty in talking
about the disease to others for not wanting to bother
them, finding others not receptive while talking about the
disease, difference in opinion about treatment provided,
experiencing too little support from others, difficulty in
finding someone confidential to talk to, not getting
enough practical help from life partner, irritated when
others are being over concerned, irritated when others
dramatize the situation, others deny the severity of the
problem, loneliness and being forsaken by others. The
prevalence of these key social issues among the palliative
care patients were recorded through “yes or no”
questions.

The most common social problem found among palliative
care patients in this study was loneliness (93.3%). 73.2%
perceived it as a severe problem. In the present study,
sex, age, type of family, marital status and educational
status had no influence on severity of loneliness. It was
observed that people with cancer often felt lonely or
distant from others. They may find that their friends have
a hard time dealing with their cancer and may not visit.
They may feel too sick to take part in the hobbies and
activities which they used to enjoy like gardening,
cooking, reading etc. Some of the patients felt less lonely
when they were with other cancer patients. Many felt
better when they join a group and talk with others who
are facing the same challenges. Some of the patients also
said that pain seems to be most unbearable in loneliness
or during sleepless nights.

Other common social problems reported by patients in
this study were not experiencing enough support from
others (61.7%), not talking to others for not wanting to
bother them (56.7%), finding others not receptive while
talking about the disease (53.3%), difficulty in finding
someone confidential to talk to (46.7%), being forsaken
by others (43.3%), difficulty in contacting with children
(34.6%), relationship problem with life partner (25.6%).
The range and depth of social problems reported by the
patients clearly demonstrates that these issues are
common and of importance.

Cancer patients should be allowed to express hopes, fears
and concerns about their disease. Listening is a wonderful
way of offering support. Listening also helps to
understand their changing moods and state of mind. It
was observed that these palliative care patients are
craving for someone to whom they can talk and be
comfortable. The Jeevodaya palliative care team was
always ready to talk to the patient, to make them
comfortable.

Difficulties concerning relationships were high on the
patient agenda, as was shown in the reported frequencies,
but they are complex, vary enormously and cannot be
easily categorized. Even though they were categorized as;
difficulty in contacting with children, life partner,
difficulty in talking about the disease to life partner” etc.
Most of the patients having relationship problems with
life partner were the ones who had severe perception of
other social problems.

CONCLUSION

It is important that healthcare professionals take a person-
centered holistic approach towards identifying pshycho-
social problems and its causes in vulnerable group. The
focus should now be shifted on patient rather than
disease. This will help patient remain functional
throughout the illness and live with maximum comfort
and dignity.
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