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Abstract

A support and comprehensive care for a ovarian cancer survivor is meant
by providing them information pertaining to their disease , treatment
and end results . Its aimed at educating them for self care and motivating
attendants and training them for providing continuous, physical,
emotional, financial, psychological support, Still, regular follow-ups can
also help understand their concerns and address them immediately
before they impact. Questionnaires have been the best way so far, to
evaluate caregivers' satisfaction levels, lack of information, and attention.
With this approach, the common hindrances can be cleared before
impacting the caregiver's mental and physical health.
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INTRODUCTION

Ovarian cancer is the third most common but
deadliest cancer. The first and most common
cancer in females is breast cancer, following
cervical cancer. In recent years, Ovarian cancer
has emerged as a fatal malignancy affecting
women in India. The recent reports denote that
ovarian cancer is the 7th cause of death and
morbidity in women. Trends published in
reports have stated that ovarian cancer is a
complex neoplastic assembly, significantly
affecting women over 65 years. Ovarian cancer
grows in the cell's DNA through a mutation that
causes mass production of cells that fail to
survive as healthy cells die.[ll It starts from the
ovary (a female organ that produces eggs) and
can spread to or damage the nearby areas or
tissues of the mother tumour.

Numerous reports published in various
journals have stated that nearly 1 out of 75
women are at the risk of developing ovarian
cancer, and 1 in 100 will be at the risk of death
from this lethal condition.l2] The instances of
ovarian cancer in India (age-adjusted for
100,000) were 1.7 to 15.2% starting from 2012 to
2014. In India, Ovarian cancer is expected to
increase to 371,000 (55%) by 2035, while the
death rate caused by ovarian carcinoma has
been estimated to grow by 64% (254,000).

The highest risk of ovarian cancer is observed in
White  Women  (non-Hispanic) around
12/100,000 = 0.00012%, Black (non-Hispanic)
9.4/100,000 = 0.000094%, and Asian Pacific
Islander women 9.2/100,000 = 0.000092%. In the
United States, the American Cancer Society
estimates that in 2022, about 19,880 new cases of
ovarian cancer will be diagnosed.Bl While
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around 12,810 women are estimated to die of
ovarian cancer by the end of 2022. This figure
can give an overview of current reports on
ovarian cancer worldwide.

Ovarian cancer burden- End-stage disease

Diagnosis of ovarian cancer starts with
abdominal washing cytology and peritoneal
biopsies and also includes bilateral salpingo-
oophorectomy, pelvic lymph node dissection,
and para-aortic lymph node dissection. Reports
have stated that just 20% of the women having
symptoms of ovarian cancer are diagnosed at
the early stage [stage IA and stage IB]. Cancer is
usually confined to the ovary in these two
stages, and treatment is also possible with 90-
100% of cure at this point. However, nearly 60%
of the total ovarian cancer patients are
diagnosed at the advanced level stage [level III
or IV], and the outcomes are much graver than
those diagnosed at the stage IA or IB.H

Few reports have shared the recent data, which
shows that about 36% of women with III-stage
ovarian cancer survive for just five years after
being diagnosed, and only 18% of the IV stage
patients survive for this long. If cancer spreads
beyond the ovary, it will damage the total
abdominal hysterectomy and bilateral salpingo-
oophorectomy as ovarian cancer staging starts
with it.

Women with advanced diseases survive longer,
and data from a cancer institute shows
improvement in five-year survival in patients at
the III or IV stages. However, most women
diagnosed with advanced level ovarian cancer
require complicated oncologic care, usually for
a more extended period of time.l5 Besides
common treatment side effects such as pain,

infection, fatigue, anaemia, vomiting, etc,,
women with end-stage ovarian cancer might
have serious health complications, including
ascites, bowel, and bladder, obstructions, etc.
People at the end stage of ovarian cancer might
feel stressed & overwhelmed and need
emotional care. It is also normal for patients in
the advanced stage to feel anxious, afraid,
angry, or depressed. Plus, cancer treatment
might cause them to have trouble concentrating
or remembering things. These issues make it
hard for them to perform even their day-to-day
activities, and thus they need a caregiver
throughout the cancer treatment.

Strategise the patient needs and care needed

Giving care to end-stage ovarian cancer patients
can be challenging. Many caregivers forget
everything, put their own needs aside and just
focus on the person with cancer. This can lead
to burnout which might have prolonged
physical and psychological effects. Though the
concept of caregiver burden has been discussed
in several studies around the world, caregiver
burden can be referred to as multidimensional
biopsychosocial reactions and their personal
time, social interactions, physical and emotional
states and multiple roles that they fulfil.[t]

Researchers are constantly studying to evaluate
the burden experienced explicitly by the
caregivers of patients with ovarian cancer. An
Ovarian Cancer Research Alliance report
denotes that the anxiety rate in ovarian cancer
end-stage patients was 15%, while depression
among patients was 6%, almost double the
community norm.” In contrast, around 42% of
the cancer patient caregivers reported extended
anxiety levels, 19% at the clinical level and 5%
at clinical depression. Lower social support,
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communication and a complete cut-off from the
outside world were the major reasons for
depression and anxiety in caregivers. Another
study evaluated the caregiver's quality of life
while caring for ovarian cancer patients in the
end-stage, showing that caregivers' mental and
physical well-being deteriorates over time. I8l

The primary reason for this poor quality of life
for caregivers is a lack of communication and
social support. Although some caregivers have
displayed a stable level of psychological
distress, most diseased families have high levels
of stress, mainly the younger age female gender,
that show premorbid mental health issues.
Significant challenges that caregivers face are
balancing between full grieving about the loss
and adjusting to life without the diseases.

The unmet needs of caregivers are defined in
fulfilling the loss of the deceased and making
adjustments to the bereavement during the
long-term survivorship phase.l? Primarily the
unmet needs for adjusting to a loss were strong
predictors of intense emotional reaction to the
loss; grief and post-traumatic stress are also
common challenges for caregivers. The findings
call to address these challenges faced by the
caregivers and suggest a revolution for
sustainable cancer care. Greater technology can
produce noble therapies to address the unmet
needs of caregivers of women with end-stage
ovarian cancer.

Empowering ovarian cancer caregivers:
creating the next line of unsung warriors

Reports have suggested that minimal guidance
is provided to caregivers about the role they are
about to undertake. The anxiety level in cancer
patient caregivers is estimated at approximately

47%.11091 Cancer patients do not fight alone;
caregivers undergo the same complications, not
physically but emotionally. Behind every cancer
patient, there is likely to be an overlooked
caregiver. Caregivers positively impact
patients' lives by educating them about their
disease and treatment decisions. While half of
the ovarian cancer cases are diagnosed in
women older than 60 years, most caregivers are
likely to provide care for older ovarian cancer
patients. At the end stage of ovarian cancer, it
becomes  emotionally and  physically
challenging to take care of older ones. While
caregivers spend time caring for cancer patients,
supporting and empowering cancer patients
should be normalised.[11l

The concept of caregiver burden has been
highlighted in many studies worldwide. This
burden can even exacerbate when a close friend
or family member takes on the role of caregiver.
A survey on caregivers of ovarian cancer
patients revealed that low income and a
distressed relationship between caregivers and
patients often lead to high caregiver burden
levels.[12l The exploration of caregivers involved
in looking after the end-stage ovarian cancer
patients identified that depression and anxiety
are common concerns associated with the
caregiver's burden. In another study around
caregivers of ovarian cancer patients with a
terminal illness, the burden on -caregivers
increases when required care imposes greater
economic hardship on families, especially when
the caregiver is from the family itself. Increased
levels of depression and burden are reported in
caregivers associated with the care of older and
dying patients in the very end-stage of ovarian
cancer.
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While cancer caregivers are highly vulnerable to
mental and physical health issues, these efforts
should be made toward the
multidimensionality =~ of  the  caregiver
experience.

Formalise educating the caregivers

The most practical approach to better preparing
the caregivers to render multidisciplinary care
is delivering education. Though every patient
responds to treatment differently, patients with
advanced ovarian cancer might encounter
severe complications.[13]

Chemotherapy destroys the rapidly increasing
cancer cells in your body, destroying many
healthy cells. Many healthy blood cells are also
damaged, especially white blood cells.
Moreover, advanced ovarian treatments may
also damage the platelets that make your blood
thick and prevent bleeding. Nearly 20% of the
caregivers said that they were not well informed
before taking on the care of ovarian patients.
The same study also reveals that as caregivers'
burden increases, perception also gets changed,
and so does the requirement for education.

Direct communication with medical teams,
friends and families can also help a Iot.
Moreover, technological advancements can
help caregivers better understand the disease
and render care that has a lasting impact.

Empower and strengthen caregivers to render
holistic care

The majority of ovarian cancer patients at the
end-stage show the need for holistic care that
primarily focuses on psychological well-
being.[14] Delivering care to end-stage ovarian
cancer patients is different and challenging.

Ovarian cancer treatment might have diverse
effects both mentally and physically. End-stage
ovarian cancer patients struggle with fatigue,
nausea, and pain, making it unbearable to do
anything or leading to frequent mood
swings.l151 While caregivers have to undergo
similar things with patients, they should be
enlightened about acupressure and various
massage techniques to normalise holistic care.
Studies have suggested that incorporating
multimodality care to reduce the symptoms in
cancer patients has significantly improved the
confidence and self-efficacy of caregivers.

Improve the health delivery model

The steps toward chemotherapy or orally
administered medication are associated with a
few meetings between the patients/caregivers
and the medical team looking forward to
starting the treatment.ll A change in the
condition of cancer caregivers can be driven by
accelerating this process of bringing caregivers
and medical teams together. One random study
on patients with Alzheimer's puts light on a care
delivery model that heavily focuses on the
education of caregivers. The model focuses on
including a few points of contact with providers
and regular assessments of caregivers' physical
health frequently. A similar approach is
followed towards treating chronic health issues,
primarily with new nursing facilities.

Support self-care of caregivers

One of the ways to support cancer caregivers is
to give them information or educate them. Still,
regular follow-ups can also help understand
their concerns and address them immediately
before they impact. Questionnaires can be used
to evaluate caregivers' satisfaction levels, lack of
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information, and attention. With this approach,
the common hindrances can be cleared before

impacting the caregiver's mental and physical
health.

Several studies have found that the quality of
life and physical well-being of caregivers of
patients with ovarian cancer has deteriorated
over time.lZl The primary reason for this
distress is the lack of social support from
families and friends, and the cancer care team.
Studies focusing on empowering the caregivers
also suggest improving communication
between medical teams, families and caregivers
to ensure transparency and deliver better
patient care.

Education and counselling of family members

Ovarian cancer patients who live at home often
require assistance with day-to-day activities,
basic medical care, social needs and, most
importantly, emotional support. Most of that
support comes from family and friends turned
caregivers. These family members and friends
do not come with experience in caring for cancer
patients, so they also require education and
support to maintain a balance between patient
care and their well being effectively.[18]

Millions of people are involved in caring for
someone with cancer. These caregivers, too
often, spouses, family members, and friends,
are not prepared for a crucial role that takes a
toll on their psychological well being.

At-home caregivers usually provide ovarian
cancer patients with four types of assistance;
daily living activities (meals, transportation,
bathing); medical care (injection, wound care
management); social support (companionship,
encouragement, communication with family &

friends); advocacy with providers and
payers.[19

A family caregiver's work can be full time - an
average of 8.3 hours per day for 13.7 months.
This can extend to 66 hours per week during the
last years (end-stage) of a patient's life. Ovarian
cancer end-stage is crucial for both patients and
caregivers. It is linked to diminishing the
quality of life, depression, impaired immunity,
heart disease, and early death of at-home
caregivers.[2)] The psychological burden may be
even more significant for family caregivers
because they stay around the patient, and
complications are greater with female than male
caregivers. A 2020 report calls for proper
education and counselling at-home caregivers
and other family members to achieve family-
centred care.

Empowering the at-home ovarian cancer
caregiver

Family caregivers fall into two categories. One
group takes care of patients with advanced
cancer that is unlikely to be cured but demands
chronic management and care.2l Another
group is involved in taking care of patients with
stable conditions but interpreted with high-
stress, high-need spikes—irreversible decline.
The psychological and emotional toll may be
intense for families of patients who undergo
induction therapy for leukaemia, autologous
stem cells or complex multimodality care.[22]
Here are a few approaches to support both
family caregivers and patients for better patient
care.

Assessment

The first step is to render the structure of family
caregivers in a practical way and link with the
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medical team and caregivers' network to
communicate efficiently. A comprehensive
assessment of family caregivers is used to plan
the treatment in accordance with the family
caregivers because, ultimately, they have to
look after the patient.[23] Caregivers' assessment
should focus on employment status, family
responsibilities, community activities,
competency, caregiving experience, medical
skills, mental stability, and patient family
dynamics.

Education

Preparing family caregivers for their role in
taking care of advanced ovarian cancer patients
involves education, including skill training.
Large institutions might have a caregiver
curriculum with standard offerings regarding
medication management, treatment of adverse
effects, symptom management, nutrition and
stress management, etc.24l Specialised offerings
should be tailored to caregivers' needs
(financially, community resources, behavioural
counselling, etc.)
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