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ABSTRACT:

The diagnosis and treatment of breast cancer may have a significant effect on a woman's overall health. Breast
cancer cases and survival rates have been steadily increasing, putting an added strain on healthcare needs and
facilities. Thus, thorough and in-depth understandings of the perceived needs of breast cancer survivors arecritical
for enhancing their quality of life. Aim: To explore the perceived needs of the breast cancer survivors. Methods:
This qualitative phenomenological design was conducted involving breast cancer survivors attending
medical&Radiation Oncology outpatient department using purposive sampling technique. A semi structured open
ended questions for in-depth interviews and Focus Group Discussion were used to elicit data. RESULTS: The core
themes which emerged as a result of thematic analysis were Physical and Psychosocial Need, Coping Strategy,
Treatment Compliance and Quality of Life. CONCLUSION: Clients suffering with breast cancer should be
assessed for perceived needs to enhance their quality of life. Oncology nurses play a critical role in breast cancer
survivor’s care. Nurse led management seemed to be effective in providing specific evidence-based practice
pertaining to the perceived needs that could help the patients to improve and lead a life in a productive and peaceful
manner.
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INTRODUCTION:

Breast cancer contributes to a high incidence of
mortality and morbidity among women. Breast
cancer is a rapidly growing disease with an estimated
19.3 million new cancer cases by 2020, with breast
cancer accounting for 11.7 percent of all new cancer
cases, even surpassing lung cancer®. The projected
incidence of cancer patients in India among females
was 7,12,758 for 2020, and 1 in 29 females develop
breast cancer 21, Moreover, 14% of women, i.e., 1 in
28 females, are affected with breast cancer, and urban
women are more affected than rural women. Cancer
survival is more difficult in higher stages, and 50% of
Indian women suffer from the 3rd and fourth stages
of cancer. Breast cancer prognosis has significantly
improved over time, and currently, 90% of them were
in 5-year survival rates and 80% of them in 10-year
survival. The crude Incidence Rate (CIR) of breast
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cancer among women in Chennai was 47.7 for one
lakh population BI. The Tamil Nadu Cancer Registry
report( 2012-2015) and ICMR’s National Cancer
Registry Programme 2020 showed that at Chennai,
52/ 1 lakh were affected with breast cancer, which
contributes a two-fold increase from a decade ago,
which was only 26 or 27 per lakh population and it
accounts for 25% - 30% of all female cancer. The
survival rate of breast cancer patients has increased
due to advancements in medicine . Breast cancer
diagnosis and treatment produce a profound effect on
a woman’s physical, psychological, social, and
spiritual well-being, which produces an adverse
effect on the QOL of survivors of breast cancerf®.

The quality of life and patient satisfaction are
contingent on cancer morbidity outcomes, which do
not take into account the survivor's view of their
condition and treatment processes®l. The assessment
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of the survivors had several positive sides in
improving their quality of life. To begin, it is critical
to understand the patients' perceived needs in relation
to their needs and outcomes, as this assists in
determining the necessary resources. The actual
needs of the survival do not reflect only on the
problems and symptoms[”#l, Next, it allows in the
identification of the need for help; hence by
scrutinizing the needs and allocating the
resourcesi®l. Analyzing unmet perceived needs is
critical for improving their quality of life, which is
critical throughout the breast cancer survivor
journey!®-121 [ ate identification of unmet needs has
a detrimental impact on the quality of life of breast
cancer survivors, thus lowering their treatment needs
and costs*3171,

Although breast cancer patients have a better
prognosis, it was well known that they suffer from
long-term distress and stress. Hence the elucidation
of the differences in breast cancer survivors'
perceived needs is important for healthcare workers
in planning care. Survivors may also need ongoing
monitoring for cancer recurrence and the
development of new cancers. Thus cancer can be
perceived as a chronic  condition, and
recommendations are emerging for long-term
survivorship care. Cancer survivors who have other
chronic conditions or health risk factors may face
additional challenges during cancer treatment and
follow-up care at the time of diagnosis. Very few
studies are present inl

India exploring the perceived needs of breast cancer
survivors. Hence the researcher felt it was necessary
to assess the perceived needs on an in-depth basis by
qualitative research basis.

MATERIALS AND METHODS:

Study Design and Patients: A qualitative
phenomenological research design was conducted to
explore breast cancer survivors' perceived needs. The
purposive sampling technique was used to choose the
samples. The participants were selected from those
attending the Medical&Radiation Oncology
Department, Tamil Nadu Government Multi Super
Specialty Hospital,Chennai — 02.

The inclusion criteria were a) diagnosed as Breast
cancer patients seeking treatment for at least six
months, b) able to understand and speak Tamil c)
patients attending the cancer Outpatient and Inpatient
department.

The exclusion criteria were a) Not able to speak
Tamil, b) Not willing to participate, c¢) Having
Comorbidities.
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Data Collection:
Interviews:

The study participants were informed about the study
in their known language; both oral and written
consents were obtained. The interviews were
conducted with a semi-structured interview guide as a
three Focus group discussion and fivein-depth one-
to-one interviews to explore breast cancer survivors'
perceived needs. The interviews are conducted to
explore the unrevealed areas concerning the impacts
of perceived needs among breast cancer survivors.
The interviews are digitally recorded and transcribed
verbatim.

Ethical Approval: Ethical approval was granted by
the Institutional Ethics Committee of Tamil Nadu
Govt. Multi-Specialty Hospital vide ref. no.
1577/P&D-I/TNGMSSH/2017/PMS/  003/07/2020.
The study was also registered with the clinical trial
registry of India no. CTRI/2020/08/027291.

Data Analysis: The material was transcribed
verbatim, and the researcher independently read the
transcripts multiple times to become familiar with the
data and acquire an overview of the text. Then, the
transcripts were reviewed for content. Text
corresponding to the matrix categories was coded and
transferred to these categories. Any coding
inconsistencies were discussed until consensus was
reached. A description of each category was then
developed.

RESULTS:

Based on three focus group discussions and five
interviews, the study results evolved with the themes
of Physical and Psychosocial Needs, Coping
Strategy, Treatment Compliance, and

Quality of Life.

THEME I:
AND PSYCHOSOCIALNEEDS

Sub Theme 1: Loneliness

PHYSICAL

Most of them are under stress if they are alone. Some
of the survivors feel that whenever they go to a
function, they are talking about them and looking at
them. So to avoid such a situation, they need
company. In other words, it is difficult for most of
the respondents to go out somewhere without
someone accompanying them. However, the situation
is different for a person who thinks people around her
interact in a loving and caring way, giving her more
confidence. However, she also needs someone to
accompany her, and she feels people look at her with
wretchedness.
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Sub Theme 2: Low Self Esteem

The breast cancer survivors were affected by their
physical disfigurement, which stigmatized them from
societal functions. They lacked in their self-esteem,
and some of the respondents explained that even
though their family members and people were good
to her, they might exhibit different thoughts when she
was not present. Most of them found it reluctant to
wear the sarees while going outside.

A participant verbalized that -“Feeling sad is
constant. If someone looks at us as an enemy, then |
feel really bad. We do not know what they speak
behind us. In front of us, they are all normal, and
they do not hurt us. First, | had that hesitation, but
later | did not feel anything as such. Got the courage
saying this is what | have got because of fate, after
that, I have not thought of it also”.

Sub Theme 3: Sleeplessness

When it comes to peaceful sleep, the majority of the
participants responded negatively. Many participants
explained that they could not sleep well if there are
any thoughts in their minds. Mental reasons were
outweighing the physical reasons for sleep. Some
take medications (not sleeping pills) to get sleep. For
some, it is the body pain which doesn't give them
sleep, and also, one of them has after-effects of sleep
which include indigestion which results in sour
burps. Another participant says if she doesn't sleep,
she feels like a headache and feels dizzy.

The verbalization of one of the participants was, "I
cannot get sleep. | do not know whether it is because
of the worry | have about this or because of my
body's reaction to it; I do not know. That is the pain.
I do not get much sleep. | do not get sleep because of
this hand pain; that is why | take sleep tablets. | will
take it once a week, then the next day, the whole day
will be drowsy, so | stopped taking it. Sleeping is not
okay because of pain. If I do not sleep, then I do not
feel energetic or become lazy. Whether | eat or not
eat, | do not get sleep”.

Sub Theme 4: Fatigue

Most of the respondents say that although they can
work, they cannot work more because of pain, and
some explain their day was painful and fatigued even
by doing simple household works. Their treatment's
side effects had a profound impact on their well-
being, and they were verbalizing that they had no
strength to do their works. Some of them felt dizzy,
and every time she stands, she feels to sit
immediately. Drowsiness is also there among them.

Based on the participant's verbalization, "I am not
able to lift this hand at all. They say if we operate
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and then give current (radiation), it will be okay. If |
wash too many utensils, | will become breathless.
Now I do not know any difficulty as such. The only
problem is this hand pain. Only after physiotherapy
is | able to lift it so much. We are spending on small
treatments like this—no worries as such. Pain is
there, and the hand is weak. It would be there for 4 to
5 days, drowsiness. | can do small household chores,
but I do not scrub and wash utensils because if | do, |
will get chest pain. I will not be able to lift this hand.
I am not able to put any workload on this hand."

Another  respondent  verbalized, "Compared to
earlier, it is better now. | go to physiotherapy and do
some exercises. Now it is better. When | got my first
chemotherapies, | felt that area was a bit rough. Now
it is okay to an extent. When we have undergone such
major surgery, we cannot be as usual. The work gets
late because they have told me | should not lift any
weight on this side. Cutting vegetables, household
chores will all get delayed; I will be able to do it late
only."

THEME II: COPING STRATEGY
Sub Theme 1: Stress Management

The coping strategies followed by the participants
vary significantly from person to person. Most of the
respondents agreed that they manage their mental
stress by talking to their near ones, while some of the
participants concentrated on their business to feel
relaxed, and it acts as a diversion.

The participant's narrations were stroke their hand on
my head and ask "Granny, when will your hair grow?
It is like this" and makes fun (enjoying kind of tone),
they are small kids. | feel very happy then".

Another participant's narrations were, "l feel happy
when my children, daughters-in-law, and
grandchildren come. Yes, they all visit once a week.
Then | feel very happy. In between, also when | am
watching serials or speaking to neighbors, | feel
happy. One 10th standard girl got admitted, even
though she had the disease. At least we are elderly,
but that small girl has got it, she is a student, she is
suffering, seeing all that I consoled myself. What to
do, God has given this".

Sub Theme 2: Spiritual Well-Being

Understanding how the participants connect
themselves with God is significant with the coping
strategies adopted by them. Most of them considered
God as a reason for their condition, for some out of it
said that God had given them this, so they have to
bear it. At the same time, some others think God
could have given more, but he is grateful enough not
to do that. Some other survivors think they survived
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only because of God's grace. For others going to the
temple or praying would give them satisfaction. Most
of them agreed that their belief in God has increased
to an extent.

"l am alone. | feel happy when | go to the temple. |
go there and sit for a while and feel relaxed."

Whatever we have got is the fate written by God.
With the grace of God | am happy. | pray God
saying, "Let me get sleep, let my hand pain get
relieved,” pray for half an hour and then go and lie
down.

THEME I1l: TREATMENT COMPLIANCE
Sub Theme 1:Health Wise Needs

Even though the participants feel uneasy and pain
while taking medications. However, to prolong their
lives and lead a better living, they consistently
followed their treatment regimen. The majority of the
respondents describe how "the treatment starts with
eight chemotherapies and then radiation and further
injections and as last step tablets are prescribed
which should be taken consistently."

Another respondent who suffered because of
COVID-19 said, "After coming here (the present
hospital), | got operated. There was water 0ozing
from it, but | stayed at home as there was Corona.
Now | have come, and | am taking further treatment.
A problem in pain, they did physiotherapy and gave a
current (maybe ultrasound). They gave tablets for
chemotherapies, that is it. 1 will do exercise for at
least half an hour. Since the time | started
physiotherapy, | have been exercising. | eat, and |
will sleep™.

Sub Theme 2: Health Care Needs

Most of them agree that the hospital service and care
are good, and they are satisfied with it. An opinion
from the respondents furnished the information that
they were aware of their condition and followed that
to a moderate level.

"After coming here, the senior doctor took good care
of me. | got admitted for one month. That is when the
doctor spoke to me, saying, "Do not get scared. This
is what is to be done." He filled me with courage,
saying if everything is done, | will be all right. That
courage is still there in me. Nevertheless, further
information will help us."

Regarding care in the hospital, one of them says that
doctors tell her not to worry, which gave her
confidence. Whereas another person says, everyone
including the staff, speaks and interacts well. Also,
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one person mentioned that no special preference or
bias is shown to anyone. Everyone is treated equally.

Sub Theme 3: Acquisition of Information

Although this was not exclusively asked, most of
them said they follow the instructions told by the
hospital correctly. However, they were not provided
with adequate information to their expectations.

A person says that the doctor gave her an instruction
pamphlet which you are supposed to follow. She
says

"finish the chemotherapies and come, the doctors will
give a paper (instruction pamphlet), "Be like this, do
all this, if you notice anything like this get it
checked." They have not told you what you should not
eat; they say you can eat whatever you like, there is
no problem, but avoid non-veg, that is because post-
surgery might cause infection if it turns to a wound it
will be difficult. Other than that, you can eat
everything good".

THEME IV: QUALITY OF LIFE
Sub Theme 1: Financial Crisis

Financial concerns have a major effect on the quality
of life of breast cancer survivors. For others, it has a
direct effect on their healthcare costs. In contrast, for
others, their disease condition influences the nature
of their caretakers' job and job loss, which indirectly
influences their source of income and livelihood.

A person commented on her daily hardships "For me,
it is my daughter only. | lost my husband. My son
also passed away and should depend on her for my
needs."

Another respondent said that "All kids are staying in
different, different places. Only me and my husband
have come here. Even he does not have a job. He was
working. As he started taking leave very often, he lost
that job. He is accompanying me in bringing me and
taking me back."

Sub Theme 2:Family Reinforcement

Most of the participants insisted that they shared their
condition with their family members and friends,
which reduced their burden due to their condition.
However, on the other hand, they were disturbed that
their condition impacted a lot and changed their
family members' routine and which in turn imposes a
burden on the family's financial factor. However, all
of them responded that they received greater support
from their family members.

A participant verbalized, "Even though it was tough
for the mind, children solaced me, even my hushand
was very solacing. | do not wash clothes or any such
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work, and the daughter does it. The siblings were the
support for me. They filled courage, saying, "Do not
get scared. Nothing will happen. Everything will be
fine." Even the neighbors also said the same. About
the help, it was relatives who gave some money and
helped with the expenditures".

Sub Theme 3: Impaired Physical Relations/
Sexuality

The physical relations and the sexual function among
the breast cancer survivors were majorly concerned
or obligated to satisfy their husbands than
themselves. Some of them expressed fear of being in
a relationship, but in some other cases, the
respondents have been told by their relatives to stay
away from the husband as it may harm him. Some
respondents expressed guilt as their husband started
drinking without expressing his sexual desire, which
she cannot satisfy, and some of them expressed they
had pain during intercourse. However, overall the
sexual relationships among the breast cancer
survivors were greatly affected.

"I feel like asking about it with the doctor, but here |
am not able to speak to them freely. First, the body
has to get recovered. We have not thought about it as
of now. That is because we have two kids, and we
have reached the age of 40, so he says, "give
importance to health, take care of it." If you tell me
about the relationship, I will learn about it".

DISCUSSION:

The study results revealed that the physical and
psychosocial needs, coping strategy, treatment
compliance, and quality of life themes were an
outcome of the perceived needs of breast cancer
survivors.

Fear, low self-esteem, and stigma were the most
commonly observed patterns among the respondents.
These, in turn, lead some towards mental stress. Fear
was there because before getting this disease, the
respondents have pictured breast cancer as a danger
or death. Their past experiences have created this
fear, the people around them, and the whole society.

Another factor is low self-esteem which was visible
in most of the respondents. This can be observed
when they interact in society. This low self-esteem
builds with each function or social interaction. They
think that others are talking behind their back. This
means that they gossip when the respondents are not
present, which creates an inferiority complex.

Moreover, another significant aspect is the breast,
which is removed post-operation, yet another
symbolization of women culturally and biologically.
Some of them use pads, cloths, or other materials to
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fill the removed breasts' void. This further raises their
inferiority complex.

Stigma is not experienced by most but a few.
However, the stigma here is discriminating against
the person or treating them differently and affecting
the next generation in their family. Loneliness is
another significant aspect concerning the subjects.
That being alone increases their stress. Thus they
always require a company. These patients always
need someone to accompany them. In addition to all
of this, a theme found common among the
participants is guilt. They believe that it is because of
them the overall situation of their family got
worsened. Another observation is that some of the
respondents hesitate to touch or come closer to the
relatives, who do not disagree with their
approach. One of the most used methods to relieve
themselves from the pain and mental stress is talking
to someone. As mentioned earlier, being lonely
creates a tense environment, whereas conversing or
spending time with others could soothe them.

Family support is a feature that has a massive effect
on these respondents. In the family, it is mostly the
closest kin to whom the respondents first shared their
experience. They separate themselves from society,
and this further could be a reason for stress.

Sleeping is arduous for some, whereas others have
their mechanism to get a peaceful sleep. However, no
one takes any sleeping pills. There are physical as
well as mental reasons for them not to be able to do
so. Drowsiness, body pain, breathlessness are found
to be common concerning the health of the
respondents. Regarding the physical relation,
according to the interviews, the respondents are more
concerned or obligated to satisfy their husbands than
themselves.

Nearly all the participants do not know detailed
knowledge about the disease, treatment, and
treatment duration. However, they followed all the
instructions received by them through doctors. These
include chemotherapies, radiation, and medicines to
be taken.

A greater number of the respondents receive much
love and care from their family members and hospital
staff. The financial situation is deficient and poor
for most families, but they are working hard to meet
ends and give them a quality life. Concerning diet,
the respondents inclined more towards fruits and
vegetables and hot beverages like tea and coffee.
Doctors are very supportive and ensure the patients
do not worry. However, it is astonishing that only a
few doctors have suggested using pads. These pads,
which would help fill the void as the breast is
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removed, are not suggested by most doctors. Thus,
most of them do not know, or those who wear clothes
are in a dilemma whether to use them or not.

We have already mentioned the situations of the
respondents in their daily life. More information is to
be given to the patients or survivors to cope with the
people around them. Explaining them in subject
matters of disease, treatment, and its after-effects is
to be prioritized. Apart from these, certain measures
should be taken: counseling to reduce their mental
stress, teaching to use pads and wigs, physical
relations, and courses to deal with the people who are
not aware of it. Moreover, lastly, to approach people
with confidence, the survivors themselves should not
be in tension. They should be taught to eliminate
their inferiority complex in public places.

With this, we can understand that the most significant
aspect they require is acceptance. Acceptance in
society and family gives them a pleasant
environment. The first step is to make people much
more aware, which includes men and women. Breast
examinations should be promoted in remote areas
that don't have much knowledge. This awareness is to
be cautious when this disease would occur and learn
to accept such people.

The present study findings were consistent with the
study, which evolved with the themes of supportive
relief and therapeutic support, which implies their
symptomatic relief and informational needs!*®l. The
study results among male breast cancer also revealed
the themes of living with the women's disease,
barriers, coping, and supportive care needsi'®. The
breast cancer survivors' needs were based upon
financial burden, informational needs, family support
and counseling, and emotional support?l,

CONCLUSION:

Breast cancer is a dreadful condition, and living
through that is hectic. They need physical and
psychosocial support, all of which contribute to
breast cancer survivors' improved quality of life. As a
result, the oncology nurse's role in developing
supportive networks and policies is critical in
meeting their needs. A nurse-led survivorship
program has to be developed in each health sector in
assessing and rectifying the perceived and actual
needs of the breast cancer survivors.
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