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ABSTRACT
Cancer is a disease affecting millions of people worldwide. There has been a shift in the
perception of cancer from a fatal disease to a “chronic” one in the recent years, with a
greater focus on concerns related to quality of life, of which sexuality is a primary
component (Graziottin,2016). Sexuality is the fundamental and essential domain of
human experience that could be damaged due to disease progression or treatments for
cancer. In this context, sexual morbidity is an important endpoint in psychosocial
research. Cancer patients being vulnerable to sexual dysfunction is largely accepted and
acknowledged worldwide. The diagnosis of cancer, followed by subsequent treatments
such as surgery, chemotherapy, or radiation therapy can profoundly affect both the
physical and mental state and may alter body image, relationship, and sexuality. Cancer is
referred to as a "we-disease" because it not only impacts the individual receiving the
diagnosis, but also their "significant other" (Kayser, Watson &Andrade, 2007). When a
majority of studies are done on physical changes in cancer and sexuality, the present
research seeks to comprehend the psychosocial determinants of sexual health among
cancer patients and their partners. Along with the biomedical causes, there is a need to
understand the underlying psychosocial factors and develop an integrated model for
cancer care that is accurate in identifying the psychological, behavioral, and rehabilitative
problems associated with cancer treatment. The study utilizes a range of standardized
measures to understand psychological distress, body image, illness perception,
dimensions of the relationship, quality of life, and sexual functioning. This is
correlational research to examine the complex interaction between the psychosocial
factors governing sexual function, followed by development of a health psychology
intervention and testing the developed intervention on a sample using experimental

design. A total of 314 subjects (157 couples dealing with cancer illness are included in the

viii



study). The research is conducted in three phases, 230 subjects (115 patients diagnosed
with cancer and their partners), both male & female, between the ages 21 to 65 are
included in the first phase of research. Based on the results in the explorative phase of the
first phase, an intervention is developed integrating the principles of psychology and
indigenous methods to preserve sexual and psychological health among the expanding
group of cancer patients and the partners. The third and final phase of the research
measures the effect of the developed psychosocial intervention using an experimental
research design with a sample of 84 subjects (20 cancer patient in the experiment group
and 22 cancer patients in the control group along with their partners). Pre and post-test
assessments are made to evaluate the developed intervention’s effect on cancer patients
and their partners. There are higher levels of negative psychological states, body image
dissatisfaction, illness perception, sexual dysfunction among cancer patients when
compared with their partners. Levels of Intimacy in relationship and quality of life are
comparable between cancer patients, and their partners. There is a significant correlation
between the variables in the patient group, partner group, and between the patient and
partner group, such as psychological state, body image, perception of illness, intimacy,
sexual experience, and quality of life. Multiple Hierarchical regression analysis explains
predictors of patient’s and spouse’s quality of life and sexual functioning. Paired t-test
analysed the differences in the dimensions between cancer patient and partner group,
whereas Hierarchical cluster analysis generates the similarity in responses given by the
patient, and partner. Based on the exploration of data, and analysis in the first phase of the
study, development of psychological intervention for the cancer patients, along with their
partners is focused in the second phase of the study, and evaluation of developed
intervention is made by pre-intervention assessment, and post-intervention assessment by

conducting paired t test analysis in the final phase of the study. The pre-intervention



assessment and post-intervention assessment explain that there are statistically significant
differences, and the effect size is found to be large for the developed intervention. The
psychoeducation modules, relaxation response, and couple intervention was found to be
significant, and measured by the developed tools- Cancer Information Scale for Couples
dealing with Cancer (CISCC), Visual analogue Scale (VAS), Couple activity log records
respectively. The present study recognizes the inter-subjective nature of sexual
difficulties experienced by the couple after cancer and recommends a relational approach
including both the cancer patient and their partner, and has profound implications on
psychosocial rehabilitation, focusing on enhancing sexual health and quality of life.

Limitations of the study, and future directions were also included.

Keywords: Psychological states, Body image issues, Cancer and Sexual health, Cancer

and Sexuality, Psychological Intervention, Psycho-education, Yoga Nidra
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CHAPTER- |

INTRODUCTION

Cancer is a major global burden of disease (GBD) that affects millions of people
worldwide. Cancer is characterized by aberrant cell proliferation and has the ability to
invade or spread to different body parts. While physical and pathological manifestation of
cancer is a major concern, much alike are the psychological symptoms where the mind
gets infiltrated with self-debilitating thoughts that may lead to distress and dysfunction,
negatively impacting the quality of life. The bio-medical causes of cancer are well
established, and increasingly research is directing the interest to explore the psycho-

physiological and emotional factors connected to cancer and how it is being treated.

Globally, Cancer is the leading cause of both morbidity and mortality. According
to Global Cancer Statistics, Cancer accounts for a total of approximately 9.6 million
fatalities worldwide, making this the second most common cause of death. In terms of the
number of deaths, years of life lost (YLL), and disability-adjusted life years (DALYYS),
Cancer is listed second only to cardiovascular disease (CVD) among the 22 classes of
illnesses and injuries included in the Global Burden of Disease (GBD). The estimated
Global Burden of Disease includes information on years lived with a disability, years lost
to cancer, and years lived with a death during the previous ten years. Disrupted sexual
functioning is commonly reported as a sustained side effect in a majority of cancer types
with the progress in disease stage and subsequent tenure in treatment. Sexual dysfunction
may appear due to the systemic effects of cancer like organ damage, hormonal changes,
psychological distress, or side effects of cancer treatment. Sexual concerns may result in
significant emotional distress including depression, body image issues, and, stigma and

can have an adverse impact on interpersonal relations. Thus, its effect manifests itself at



both micro and macro levels. As a result, the number of cancer cases worldwide is still
rising, placing a severe financial, emotional, and physical burden on people, families,

communities, and the healthcare system.

Global Cancer Patterns

The most commonly diagnosed cancers and leading causes of cancer death
reported in national levels (GLOBOCAN 2020) show a significant degree of global
variation in the main cancer types. At the national level, according to gender, prostate
cancer is the most common cancer detected in men in 112 countries; lung cancer is
reported in 36 countries, while colorectal and cancers of the liver are reported in 11
countries each. Due to the disease's elevated fatality rate, lung cancer ranks first among
cancers that claim the lives of men in 93 countries; prostate cancer comes in second in 48
countries, and liver cancer has been identified in 23 different nations. Women's cancer
diagnosis rates are more variable, with cervical and breast cancers contributing to cancer
deaths in 110 and 36 countries, causing cancer deaths in 110 countries, and 36 countries
respectively, followed by lung cancer in 25 countries (Global Cancer Statistics, 2020;

Sung et al., 2021).

Breast Cancer

With a rise of 2.3 million more cases of breast cancer globally, accounting for
11.7% of all cancer cases. This makes it the leading cause of cancer incidence in the year
2020. It is the fifth most common cause of cancer-related death worldwide. In most
countries (159 out of 185), breast cancer is first for one in four cancer cases, for one out
of six cancer deaths among women, and for mortality in 110 countries. The goal of breast
cancer screening programs is to lower the death rate from the disease by promoting early

detection and efficient treatment.



Lung Cancer

With around 2.2 million new cases and 1.8 million deaths from cancer in 2020,
lung cancer is the second most common cancer to be diagnosed and the leading cause of
cancer-related death. In men, cancer of the lung is the primary cause of cancer-associated
complications and death; in women, it ranks second in terms of mortality following breast
cancer and third in terms of incidence after colorectal and breast cancer. Since smoking is
thought to be the main cause of lung cancer deaths around the globe, policies and
regulations focused on controlling the use of tobacco are necessary to reduce the

incidence of lung cancer significantly.

Prostate cancer

Prostate cancer is found to be the cause of 375 000 deaths and 1.4 million new
cases globally. In 2020, prostate cancer ranked fifth in terms of cancer-related deaths
among men and was the second fastest-growing kind of cancer. In 112 out of 185
countries worldwide, it is also the most common type of malignancy diagnosed in men.
The known indicators of risk for prostate cancer include growing older, having a family
history of the disease, having specific genetic mutations, and having disorders like Lynch
syndrome. The risk of advanced prostate cancer may be increased by smoking, being
overweight, and having dietary deficiencies. It is possible to identify preclinical cancers
with prostate specific antigen (PSA) testing, and appropriate lifestyle modifications are

advised to avoid any complications.

Colorectal cancer

Incidence-wise, colorectal cancer is ranked third, but mortality-wise, it is ranked
second. It was projected that there will be over 1.9 million new cases of colorectal cancer

in 2020, including anal cancer, and 935, 000 fatalities. A shift in diet and lifestyle toward



consuming more food derived from animals is suggested, and the risk of colorectal cancer
is linked to sedentary lifestyles that result in obesity. Smoking, drinking a lot of alcohol,
and consuming red or processed meat increase the risk. Colonoscopy screening, better
eating and lifestyle choices, and a decrease in alcohol and tobacco use all contribute to

lessening the disease's increasing burden.

Cervical Cancer

With a total of 604,000 new cases and 342,000 deaths worldwide in 2020, cervical
cancer ranks as the fourth most commonly diagnosed cancer as well as the fourth leading
cause of cancer-related deaths among women. The risk factors include Human papilloma
virus (HPV) infection and additional significant cofactors, such as smoking, a higher
number of pregnancies, oral contraceptive use for a longer period of time, and sexually
transmitted infections (HIV and Chlamydia trachomatis). Screening and HPV vaccination

is strongly recommended to prevent cervical cancer.

Uterine cancer

With 417,000 new cases and 97,000 deaths from uterine corpus cancer in 2020, it

is the sixth most common cancer in women to receive a diagnosis.

Gastric cancer

With an estimated 769,000 deaths and over a million new cases in 2020, cancer is
still a major global health concern. Regarding incidence and mortality, stomach cancer is
ranked fifth and fourth globally, respectively, with rates twice as high in men as in
women. The two types of stomach cancer- whether cardia, or upper stomach, and non-
cardia, or lower stomach—are distinguished by their topographical subsites.
Approximately 50% of people worldwide suffer from an infection caused by the

helicobacter pylori bacteria, which is thought to be the primary cause of non-cardia



gastric cancer. A low intake of fruits and raw vegetables, and use of tobacco products,
alcohol, salt-preserved foods, a diet heavy in processed meat, grilled or barbecued meat,

and fish are the other risk factors that contribute to this.

There is evidence of two distinct causes for stomach cancer: H. pylori infection in
some cases and excess weight, damage from acid reflux disease, and features resembling

esophageal adenocarcinoma in others.

Hepatic cancer

Primary liver cancer ranks as the sixth most common cancer in terms of diagnoses
and. the third most frequent cause of cancer-related deaths worldwide in 2020, accounting
for 830,000 deaths and 906,000 new cases. Liver cancer is the fifth most common cancer
globally, and in most areas, male mortality from the disease is two to three times higher
than that of female mortality. Of all primary liver cancer cases, 75% to 85% are caused by
hepatocellular carcinoma (HCC), 10% to 15% are caused by intrahepatic
cholangiocarcinoma, and there are a few other rare cases as well. Aflatoxin-contaminated
foods, excessive alcohol intake, being overweight, type 2 diabetes, smoking, and chronic
hepatitis B or hepatitis C virus infection are the main risk factors for hepatocellular
carcinoma (HCC). Vaccination to prevent hepatitis infection, awareness regarding the

HBV vaccination and appropriate safety precautions must be raised.

Oral Cancer

The most frequent cancers found in South-Central Asia (India, Sri Lanka, and
Pakistan) and Melanesia are oral and lip cancers, with tobacco product use and betel
chewing accounting for the highest incidence rate in both sexes. In India, it is also the

leading cause of death for men.



In summary, 19.3 million new cases of cancer and approximately 10 million
cancer-related deaths were anticipated according to the GLOBOCAN 2020 study (Sung et
al., 2021). If the national rates estimated in 2020 remain the same, it is estimated that
there will be 28.4 million new cases of cancer in 2040, an increase of 47% from the 19.3
million cases in 2020. The startling picture of the incidence and prevalence of various

cancer types worldwide is explained by the statistics.

Prevalence of Cancer in India

The Prevalence and burden of Cancer disease is very high in India showing its
wrath. Today, Cancer is a common household word heard very often and many report
being closely associated with at least one dear or near one with cancer. More than 100
types of cancers are known, and the five most commonly reported cases of cancer in India
are categorized as Cancer in breast, oral cavity, cervix, lung, and gastrointestinal area.
Based on National Cancer Registry Program (NCRP) and Population-based Cancer
Registries (PBCR), the national and sub-national burden of cancer in India has been
measured by the Indian Council of Medical Research (ICMR) and the National Centre for
Disease Informatics & Research (NCDIR) using crude incidences, mortality, years lived
with a disability (YLDs), years of life lost (YLLs), and years of life adjusted for disability
(DALYs). It is anticipated that the number of disability-adjusted life years (DALY's)
caused by cancer will increase to 29.8 million in India by 2025 from 26.7 million in 2021.
(Kulothungan et al, 2022). As per the "Burden of Cancers in India" report by the Indian
Council of Medical Research, seven cancer types constituted nearly 45% of the overall
disease burden. These represent cancers of the cervix uteri (4.3%), liver (4.6%), stomach
(5.2%), esophagus (5.8%), throat (5.7%), lungs (10.6%), breast (10.5%), and mouth
(5.7%). The National Centre for Disease Informatics and Research (NCDIR), which

provided the rationale for the 2021-2025 projections, projects that men will have



contributed 14.7 million Years of Life Lost (YLLs), 0.72 million Years Lived with
Disability (YLDs), and 15.5 million Disability Adjusted Life Years (DALYSs) in 2025.
The estimated numbers for women are 14.3 DALYS, 0.69 million YLDs, and 13.6 million

YLLs.

According to a report GLOBOCAN, (Global Cancer Statistics, 2020) by the
international agency for research on cancer, by 2020, 2.08 million people in India are
expected to have cancer, which would be a 57.5 per cent increase by 2040. As life
expectancy rises and lifestyles change due to economic development, cancer cases are
predicted to increase even further. In India, approximately one in nine individuals will
eventually develop cancer. When assessing the epidemiological data from a global
standpoint, it is important to consider the psycho-social needs of cancer patients as well

as their quality of life.

Biomedical aspects of Cancer

A group of cells known as cancer often originate from a single cell that has grown
out of control due to the absence of its normal regulatory systems. Tumors are masses of
cancerous tissue that arise from any tissue within an organ as a result of the growth and
multiplication of cancerous cells. Tumors can be benign or malignant and can invade and
destroy adjacent tissues and organs. Cancer is broadly classified based on its area of
origin. Carcinoma is a cancer of epithelial cells of the body that forms the lining of
external and internal surfaces of the body. Adenocarcinoma originates from glandular
tissue, and Sarcoma originates from muscular tissues such as bone and cartilage. The
tissue that produces blood cells is the source of leukemias, while lymphatic tissues are the

source of lymphomas.



Cancers create symptoms through pushing against other tissues, growing into
them and destroying them, releasing toxins, and consuming nutrients and energy that are
meant for other body processes. When cancer spreads (metastasizes) to other parts of the
body, it may cause distinct symptoms from the ones it initially causes at the original site.
Swollen lymph nodes, recurrent fever, pain, bleeding, unexplained weight loss and
exhaustion, and a recent change in bowel habits - constipation or diarrhea - all of which

should be taken seriously as potential cancer warning signs.

Depression is a common side effect of cancer that can be linked to illness
symptoms, a fear of passing away or experiencing a decline in health, and a loss of
personal autonomy. Moreover, certain cancers may release chemicals that alter the tissues
and consequently cause depression. A condition known as paraneoplastic syndrome
occurs when chemicals made by cancers disperse throughout the body. Certain substances
cause auto-immune reactions that harm organs or tissues, while other substances directly
interfere with organ function or cause tissue destruction that results in symptoms. such as
high blood pressure, low blood glucose, poly neuropathy (peripheral nerve dysfunction
leading to reduced reflexes, loss of feeling, and weakness), subacute cerebellar

degeneration, subacute motor neuropathy, Cushing’s syndrome, hyperthyroidism, etc.

Multiple factors contribute to cancer, and early treatment increases the likelihood
of recovery. Staging a cancer diagnosis indicates how far along it has progressed in terms
of its size, location, growth, and ability to spread to adjacent organs and structures. The

staging process aids in determining the best course of action and cancer prognosis.

Treating cancer is one of the most difficult medical conditions to manage,
requiring a multidisciplinary team of medical professionals, including primary care

physicians, oncologists, surgeons, radiotherapists, pathologists, nurses, physiotherapists,



psychologists, social workers, dieticians, and pharmacists. The main goals of treatment
are to completely eradicate the cancer, either with a single treatment or a combination of
treatments such as chemotherapy, radiation therapy, and surgery, and to lessen the

likelihood of metastasis.

Drugs are used in chemotherapy to kill cancer cells. Chemotherapy drugs can be
used to Kill cancerous cells that have spread to other parts of the body in addition to
helping to eradicate the original cancer. Chemotherapy can be administered alone or in

conjunction with surgery and radiation therapy.

Among the most traditional and oftentimes most successful cancer treatments is
surgery. Surgery is the sole or primary treatment option for tumors that have not spread
from their original site of growth. Many cancers, such as squamous cell cases of head and
neck cancers, lung cancer, seminoma (testicular cancer), prostate cancer, early-stage
breast cancer, medulloblastoma (tumor of the brain or spinal cord), etc., can be cured in
large part with radiation therapy. Combination therapy including a combination of
surgery, radiation and chemotherapy is the best approach. Surgery or radiation therapy
can be used to treat localized cancer, and chemotherapy can be used to kill any cancer
cells that may have spread. Combination chemotherapy, in which different chemotherapy
drugs are used to target different stages of the cancer cell's life cycle, is a common
practice. The idea behind this approach is to increase the number of cancer cells killed by
using medication with different properties. Determining whether to use a combination of

therapies or a single therapy depends on the stage of the cancer.

In order to strengthen the body's defenses against cancer, immunotherapy is
essential. Certain types of immune-therapy increase the body's ability to produce

antibodies or T lymphocytes, or immune cells, by giving vaccinations containing antigens



derived from tumor cells. Biologic response modifiers work by encouraging the
production of chemical messengers (mediators) by normal cells, which in turn helps the
immune system locate and eliminate cancer cells. The most well-known and frequently

used biological response modifier, interferon, is used to treat a number of cancers.

Psychosocial effects of Cancer

Cancer is a "traumatic" incident with aftereffects on the body, mind, relationships,
and society that need to be watched over during the course of the illness and into
survivorship. When someone has cancer, their entire sense of self is transformed; their
diagnosis shifts their understanding of time, space, and existence, their course of
treatment, their recovery, their recurrence, or their move to palliative and end-of-life care.
The past, present, and future are included in this context's definition of time. One's
personal area, place of residence, and context within the world are the boundaries of
space that are discussed. There are four dimensions to existence: the relational
dimensions with others (Mit welt), the biological dimension (Umwelt), the
meaningfulness of one's existence (Uber welt), and the spiritual dimension (Eigen welt),
event that should be closely watched throughout the course of the illness and into

survivorship because it has implications for the body, the mind, relationships, and society.

The diagnosis of cancer can be extremely stressful, triggering a chain of emotional
responses such as denial, anger, fear of death, helplessness and hopelessness. The family,
and especially the romantic partner undergoes the same emotional response as of patient.
Gradually, there would be a shift in their roles and responsibilities, such as the partner
becomes the main care provider to the patient. Subsequently, changes may appear in their
family dynamics, intimacy, sexual expression and love life. A glimpse into various

psychosocial factors and outcomes may be attained by understanding the case history of
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each patient, as well as their family dynamics. Along with medical history, considering
the cultural background of a patient and their family can impact how they define a
worthwhile life and how they view their illness. This includes beliefs, attitudes, and
values. Also, the family structure, health literacy, language, socioeconomic status,
religious and community affiliations, social support networks, resources, living
arrangements, and workplace difficulties are all significant factors. It is important to talk
about important issues pertaining to gender and sexuality in cancer patients, as well as
how different cancer types and treatments affect how someone feels about their body,
looks, and sexual functioning. To record the effects of cancer and its treatment on a
patient's emotional health, psychosocial screening and assessment are therefore crucial to

record the psychological effects of cancer and its treatment on a patient.

Models of Health

Several models of health were reviewed for the study, and health psychology
models relevant for the current study are described here. In order to fully comprehend a
person's medical condition, the Bio Psychosocial Model, which George Engel developed
in 1977, contends that psychological and social factors must also be taken into account in
addition to biological factors. The fundamental idea of the biopsychosocial model is the
significance it accords to the relationships among the three domains of biological,
psychological, and social functioning — all of which are important in the development of
health and illness. Whereas, the connection between a person's beliefs and behaviours is
examined by the health belief model. By focusing on individualized therapy based on the
patients' beliefs, this model assists us in comprehending the factors influencing the
patients' perceptions, beliefs, and behaviour when planning their care. Leventhal's
Common-Sense Model of Iliness is studied to understand people’s responses to illness. A

patient's illness perceptions are made up of personal experiences and lay knowledge that
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they have gained. The model suggests that coping strategies are directly influenced by
perceptions of illness, and that perceptions in turn affect outcomes. Another model
reviewed is ‘Self-Regulation Model’, that states patients develop emotional and cognitive
representations of their illnesses in response to symptoms and other indicators of illness,
which may trigger coping mechanisms. It also describes how patients' health beliefs and
behaviours are influenced by their cultural backgrounds, educational attainment, and

socioeconomic status.

Systematic Transaction Model (Kelley et al.,1983) highlights the mutuality and
interdependence between partners. It suggests that a partner's everyday stress experiences
and behaviour during stressful situations have a significant and frequent influence on their
partner's experiences in a reciprocal manner Important components of the systemic
transaction model (STM) are "we-disease” and "we-assessments.” Manne and Badr's
(2008) Relationship-Intimacy Model elucidate how relationship-enhancing behaviours
can enhance a couple's intimacy and improve their psychological and relational
adaptation to cancer. The existing models of Sexual Health such as PLISSIT Model,
Sexual Health & Well-being Model, and Biopsychosocial conceptualisation of Sexuality

is carefully studied.

The Holistic Health Model (Mato-Juhasz, et al., 2016) highlights how healthcare
has started to view health from a more holistic standpoint, valuing an individual's
emotional and spiritual well-being in addition to their physical health and working to
foster environments that support optimal health. Likewise, achieving greater levels of
wellbeing is the main goal of the health promotion model. Integrating this model,
healthcare providers can better support patients in making the changes they want to see in
their health and encourage better or optimal health by offering positive resources

(individualized resolutions).
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India is a highly stratified and ethnically diverse country where personal
caregiving is primarily the responsibility of the family and other kinship ties. The
spouse or the partner probably undergoes a very similar sequence of emotional
reactions as the patient and therefore, there is a need to examine the psychosocial needs
of the partner from a relational perspective. Research focuses on the experience of
cancer patient’s partners to have knowledge about the effects of the illness on them and
how they manage and adapt to it (Carlson, et al., 2000). Cancer patients' suffering is not
exclusive to them; their partners also face several psychological difficulties as a result
of the disease (Birnie, Garland & Carlson; 2010). The burden of cancer patients'
unrelieved symptoms during the previous three months and its psychological impact on
the surviving partner was determined by conducting a nationwide follow-up of patients
with the disease and their partners (Valdimarsdottir et al., 2002). The earlier study
investigated and found that the partner’s psychological morbidity was associated with
the patient’s unrelieved emotional symptoms. Though there was adequate access to
physical symptoms, but no proper measure for psychological symptom control in the
patient group and the relative risk for the partners psychological morbidity for
depression and anxiety was also found to be proportionally high. The focus of the
research is on diagnosing and treating psychological issues in terminally ill cancer
patients, as this could potentially prevent long-term psychological morbidity in partners
in addition to helping to improve the patients' quality of life. Another study (Wootten,
et al., 2014) discusses on how prostate cancer affects the health of the patient and their
partner. The treatment of prostate cancer results in difficulties such as patients'
weariness, gastrointestinal issues, sexual dysfunction, decreased libido, and
psychological trauma. The partner experiences more emotional disturbance and distress

than the patient does, according to this study. Partners not only face their own
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emotional difficulties, but also, experience potential role transitions, financial worries

as well as potential strain on their marriage and sex life.

The Psychological Sequelae of Cancer

The “psychological sequelae’ is explained as a condition that follows from an
existing disease or illness. Constant worry, feeling distressed, anxious, depressed,
hopeless, fear of recurrence, body dissatisfaction, and somatic symptoms are frequently
reported by the cancer patients. It is important to study the ‘psychological factors’
which pertain to an individual's emotions, cognition, and other aspects that influence

their mindset, actions, and overall functioning.

Psycho-oncology is a multidisciplinary subspeciality in oncology that that talks
about the two psychological aspects of cancer. The initial aspect to consider is the
patients’, families', and caregivers' psychological response during different stages of
cancer from the diagnosis to treatment. Additionally, the psychosocial elements that could
influence the course of the illness constitute the second dimension. (Holland and Weiss,
2010). A considerable number of psycho-oncology studies have found that 30-40% of
cancer patients experience emotional disorders, as a result of their disease and its
treatments, primarily depression, anxiety, and adjustment disorders which are classified

under the ICD-10 AND DSM-1V taxonomy system (Mitchell, et al., 2011).

Several psychological outcomes are discussed in the psycho-oncology research,
and specific research with relevance to couple where one of them suffers with cancer,
may be of special importance. A significant portion of cancer patients experience
psychological distress that eventually leads to psychiatric problems and psychological
crises when they are ill and are receiving medical care. Psychological distress is a

condition of intense emotional suffering brought on by demands and stressors that are
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hard to meet. It denotes tiredness on the mental, emotional, or physical levels. The
psychological distress of the ‘significant other’- a spouse or a partner needs to be
addressed who undergoes the same emotional trauma as that of a patient from the
diagnosis of cancer, subsequent treatment, and the stage of survivorship. The guidelines
for managing distress have been developed since 1997 by the National Comprehensive
Cancer Network (NCCN) Distress Management Panel, composed of healthcare
professionals from various disciplines. The "distress thermometer” has become the gold
standard for the quick screening of distress. It is a small, portable device that has been
identified as the "sixth vital sign,” with the same importance as blood pressure,

temperature, heart rate, respiration rate, and pain (Bultz & Berman, 2010).

Mental health conditions like anxiety and depression are other psychological
states that are reported not only in the patients, but also in the primary caregivers,
including the spouse as the main caregiver. Psychological factor that cancer patients and
their families frequently report is depression. In addition to being difficult to diagnose,
the concept of depression is difficult to explain theoretically. Depression is clinically
diagnosed with five or more symptoms that include symptoms of low mood or anhedonia
(loss of interest or pleasure) for a period of 2 weeks as the main criteria as per DSM-5.
There could be associated somatic and non-somatic symptoms including altered appetite
or weight, trouble sleeping (hypersomnia or insomnia), psychomotor agitation or
retardation, exhaustion or low energy, difficulty concentrating, feelings of excessive guilt
or worthlessness, and suicidality. Low mood. energy levels, anxiety. nervousness and
somatic changes are commonly reported during the different phases of cancer disease.
Anxiety or nervousness is frequently reported among patients diagnosed with cancer and
their family members. The feeling of apprehension, unease, or concern that arises when

we perceive a threat to our safety is known as anxiety (Vye, Scholljegerdes & Welch,
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2007). Anxiety is a state of intense worry that results in an unpleasant and uncomfortable
sense of unease as well as additional physical symptoms. These include palpitation,
sweating, anxious behaviours such as restlessness, unnecessary worry, poor attention and
concentration, or there could be symptoms such as muscle tightness, weakness or fatigue.
Higher prevalence of anxiety is usually reported in extensive diseases, where the patients
and their family members are very anxious, being apprehensive about the illness (Noyes,
et al.,1998). Anxiety is typically noted to be high during the investigation and diagnosis
phases, as well as in the early stages of cancer symptoms, and it seems to rise with the
progression of disease. Prolonged anxiety can cause a delay in diagnosis. or neglect of
treatment and can adversely affect the quality of life of cancer patients and their families
and should be addressed. Often anxiety state may be associated with somatic

manifestation of symptoms.

The aetiology of somatisation is not completely understood in cancer. There is
challenge to differentiate and assess the psychopathological components from those
biological or physical symptoms which are related to cancer and cancer treatment. It's
critical to realize that physical symptoms may be connected to anxiety and depression.
The experience of somatic symptoms may also be exaggerated by somatization, physical
complaints, and psychological distress (Chaturvedi & Maguire, 2006). The most common
somatic symptoms in cancer are pain, extreme fatigue or weakness, anorexia, nausea,
disturbed sleep, breathlessness. palpitation and loss of memory. The presence of somatic
symptoms may lead to abnormal illness behaviour, that negatively influence coping and

interfere with treatment procedures and overall outcome of cancer.

A review (Pitceathly & Marguire, 2003) findings on the psychological effects of
cancer on patients' significant others and partners revealed that when the disease

progresses and treatment becomes palliative, caregivers are likely to experience increased
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distress and psychiatric morbidity. The study also showed that caregivers are vulnerable
when they don't have a support system, or while facing relationship difficulties with the
patient. Another study (Segrin, et al., 2007) was conducted to determine the extent of
interdependence on anxiety and psychological distress in women diagnosed with breast
cancer and their partners, and the findings showed a persistent correlation between the
anxiety experienced by breast cancer patients and their partner's anxiety. According to the
structural equation analyses, partners' anxiety primarily influences the anxiety of women
who have been diagnosed with breast cancer within a couple. Anxiety in partners was
also linked to other measures of the women's health, including fatigue, depression, and

symptom control.

When a family member receives a cancer diagnosis, it signifies something
important in their lives. It may be worth noting here that not only the disease and the
symptoms, but the perceptions of the person with cancer as well as the primary caregivers
about the illness may also play a major role in dealing with cancer and the prognosis. One
such construct which looks into the perceptions is perception of Illness. A patient's
cognitive evaluation and subjective comprehension of a medical condition and its
possible outcomes constitute their illness perception (Broadbent et al., 2015). The
perception of illness focuses on an individual's perceptions and conceptualizes having a
disease (Weinman and Petne,1997). This could involve both positive and negative beliefs
that affect how well a person can manage their illness and whether they see it as
threatening or manageable (Bonsaksen et al., 2015). The self-regulation model serves as
the basis for research on this perception of illness. According to this model, patients
respond to symptoms and indications of their illnesses by creating mental and emotional
representations of them, which trigger coping mechanisms. The cultural backgrounds,

education and socio-economic condition influence patients’ health beliefs and behaviours.
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How cancer patients and family perceive the disease can influence how they self-manage
during the disease process and recovery. An older study (Germino & Funk,1995) focused
on the meaning and significance of Cancer and partner relationship, and interviewed 50
people who had received a cancer diagnosis recently, along with their partners, in-depth.
According to interview data, patients and their partners sought a deeper understanding of
the illness that would lessen its threat, and statistical analyses demonstrated the

importance of meaning in relation to particular facets of adjustment.

The perceptions of the patient with cancer who is under treatment such as surgery,
chemotherapy and radiation may extend not only to the illness but also how his/her body
has changed going to the illness as well as treatment. While some may undergo removal
of an organ or body part affected with cancer, many may have to put up with the side
effects of cancer treatment, which could cause issues with body image. In the field of
psychology, the concept of body image is generally understood to be multidimensional,
encompassing thoughts, feelings, and perceptions that hinder one's own body, sexuality,
and functionality, ultimately impacting one's quality of life. There are four components to
body image: affective (a person's feelings about their appearance); perceptual (a person's
view of themselves); cognitive- the thoughts and beliefs the person holds about his/her
body; and behavioural -the behaviours in relation to the way the person looks. Another
research (Hoellenn, et al., 2019) described that when it comes to body image, breast
cancer patients are far more concerned than their male partners because these worries are
frequently motivated by a fear of losing their partner's attraction. Whereas, the study
reported that the partners' primary concerns are surgical and anaesthesia-related
complications, and they exhibited noticeably higher anxiety levels compared to

patients when it came to anaesthesia-related complications (p<0.001). Anxiety levels
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among patients were higher for post-operative scars, hair loss, and weight gain during

chemotherapy shows statistical significance.

Intimate Interpersonal relationship between couples is a significant factor
affecting emotional health and well-being in the context of cancer. A strong, close-knit, or
intense social and emotional bond between two or more individuals who have similar
interests or aspirations, like romantic partners or close family members, is referred to as
an interpersonal relationship. "Being connected" is the state of a relationship. Essential
aspects of a relationship include intimacy, togetherness, communication, and
commitment. The closeness of their marriage significantly influences psychological
adaptation to cancer in patients and their partners. A companion's comprehension of the
patient's experience with breast or prostate cancer was examined in an exploratory study
(Carlson, et al., 2001), which also assessed the degree to which the patient's and partner's
perceptions of social support matched the cancer experience. The results show that female
partners were better at understanding their spouse’s experience with prostate cancer than
male partners were with women's breast cancer experiences. The study found that men
tended to overestimate the distress levels that breast cancer patients reported to
themselves. Compared to couples with breast cancer, couples with prostate cancer
reported higher levels of agreement from patients and partners regarding social support
within the relationship and the cancer experience. The study came to the conclusion that
age and duration of marriage, which was longer in prostate couples, may play a
significant role in this, in addition to gender. Both sets of patients reported feeling

understood and well-adjusted, and they were happy with the partners' support.

In accordance with the relationship intimacy model of couple psychosocial
adaptation to cancer, patient and partner behaviours can either strengthen or weaken the

degree of intimacy in their relationship. The intimacy process model of interpersonal
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relationships emphasises two essential elements: partner responsiveness and self-
disclosure. The process through which a person shares significant, self-relevant feelings
and information with another and, based on that other's response, feels heard, valued, and
cared for is referred to in this model as intimacy. Intimacy, love, and affection are linked

to each partner's quality of life and are beneficial to the health of relationships.

The World Health Organization defines quality of life as an individual's
perception of their present circumstances in relation to their goals, standards,
expectations, and concerns., as well as the social and cultural context in which they live
(Group W, 1998). The concept of the quality of life is multifaceted and has no set
definition. It's a wide range of concepts intricately impacted by an individual's physical
and mental well-being, degree of independence, social connections, personal and
religious beliefs, and interaction with prominent environmental elements (Saxena, et

al.,1997).

A person's standard of health, comfort, and happiness can be summed up as their
quality of life. The existence of negative factors such as living conditions, depression,
anxiety, or low functional status can have a detrimental impact on an individual's quality
of life. According to Roila and Cortesi (2001), quality of life is influenced by how a
patient perceives their own physical, psychological, and social aspects of health following
a diagnosis and course of treatment. According to a qualitative investigation (Wootten et
al., 2014), prostate cancer has a significant negative influence on a number of partner
well-being factors. In order to help the couple lessen the impact that prostate cancer and
its treatment have on their relationship, aid the patient's recovery, and enhance partner's
well-being, an efficient intervention that reduces distress and improves communication

and coping in the dyad is recommended.
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The description thus considered the psychological features of cancer, as well as
outcomes of the various psychological states described among the persons with cancer
and their partners as caregivers. With the life partner as care giver, one more important
domain that needs attention is the sexual health and intimacy among the couples, when

one of them is the patient and, the other is the primary caregiver.

Cancer and Sexual Health

Sexual health is an important part of physical and mental health. World Health
Organization (WHO) defines ‘Sexual Health as a state of physical, emotional, mental and
social well-being in relation to sexuality, and not merely the absence of disease,
dysfunction or infirmity’ (World Health Organization, 2010). Sexual health is the
enrichment and enhancement of personality, communication, and love through the
integration of the physical, emotional, intellectual, and social components of sexuality.

Intimate relationships and sexual fulfilment are essential elements of good sexual health.

Cancer patients have commonly reported persistent difficulties with sexual
response desire, functioning or orgasm. It is observed that sexual concerns may often lead
to distress and dissatisfaction. The progression of cancer and subsequent treatment may
have a negative effect on sexual health. Cancer treatments may involve radiation
treatment, surgical operations, and further chemotherapy that alters the sexual organs
hormonally and physically. Patients' perceptions of themselves and their family are
impacted by the physical and psychological effects on sexual health, which frequently
lead to alterations in one's perception of their body and sense of self. People find it
difficult to participate in social norms and gender roles that defined their lives before

cancer as a result of these changes. (Gender and Sexuality: Psychosocial Aspects in
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Cancer). It may have a negative impact on sexuality, affecting both cancer patients' and

their partners' sexual and reproductive health.

Being human involves having a complex combination of mental, emotional, and
physical signals that make up one's sexuality. These signals can be changed by age,
experience, illness, and therapy. The endocrine, vascular, and neurological systems are
necessary for sexual functioning. Likewise, the psychosocial factors such as family
history, interpersonal relationships, communication, and intimacy, along with
individual characteristics such as psychological states, illness perception, body image,
sexual schema, and religious and cultural beliefs have a significant impact on it.
Fischer, Marguerie & Brotto (2019) conducted a mixed method study, in which the
quantitative phase of the study should women diagnosed with ovarian cancer add
higher rates of sexual dysfunction and sexual distress, and reduced satisfaction in
relationships and higher depression rates. Schover (2019) research findings indicated
that 60% of cancer patients experience chronic sexual dysfunction; nonetheless, fewer
than 25% of patients solely seek medical assistance for their sexual problems. Sexual
concerns are a complex topic to discuss with cancer patients, according to the literature
(Johanna & Margaret, 2019). There is insufficient knowledge or expertise among the
medical staff and clinicians in this area and the problems of sexual functioning are not
adequately addressed and often neglected too. As cancer patients are most vulnerable to
sexual dysfunction and with known medical causes that are of physiological origin,
there is a need to emphasize underlying psychosocial factors and their impact on sexual

functioning.

Research has shown that sexuality-related distress is extremely common among
cancer survivors - one in three reported experiencing it, and more than two-thirds reported

experiencing pain and dysfunction during sexual activity; 40% of respondents said they
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experienced depression while with their partner, and 56% supported low desire and
pleasure (Carter, Chi & Brown, et al., 2010). Sexual functioning, appearance, and self-
perception can all be affected by partner attitudes and behaviors related to intimacy and
marriage, as well as the location, shape, and visibility of surgical and radiation scars.
When comprehending the impact of cancer on sexuality, it is important to take into
account the specificity of the issues related to the biological and clinical aspects of the
disease, since the perception of a cancer patient and their partner is influenced by their

cultural background.

Sexual function is specifically correlated with cancer pathologies, particularly
those affecting the breast, cervix, and ovary in females and the prostate, penis, and
testicles in males. These pathologies have more obvious effects on gender identity and
sexual health. A person's unique understanding of their sexual identity, which
encompasses the biological, psychological, interpersonal, and behavioral domains, is
known as their sexual schema. Impotence and infertility can be devastating blows to a
man's profound sense of masculinity. In the same way, female cancer patients may feel
less feminine or embarrassed when having sex as a result of genital mutilations, breast
removal, or hormonal treatment-induced menstrual cycle disruption. An ostomy in
bladder and colon cases, a stoma elsewhere in the body, or scars following surgery can
cause post-operative problems that impact the patient's interest in sexual activity and
body image. However, sex remains a taboo, and sexual functioning is a difficult topic to
discuss with cancer patients. This is much true in the Indian context where sexual issues
are not discussed and are considered an embarrassment to discuss even with the intimate
partners. This could be significantly impacted by a number of attitudes and beliefs. There
is a severe lack of data on sexual health and health-related quality of life among people

from indigenous and developing nations.
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Cancer — the “we disease”

Cancer patients and family frequently experience psychological problems
related to cancer diagnosis, treatment effects, fear of recurrence, survivorship or end of
life. It is not just the patient but there are incidences where the family, especially the
spouse or the partner feels depressed and anxious about the illness (Tolentino and
Schmidt, 2018). It is clear that in every stage of the illness, the unmet psychosocial
needs of the patient and family are significant predictors of psychological morbidity.
The spouse or partner is a silent sufferer on this journey and may exhibit psychological
concerns similar to the patient, such as anxiety, depression, and issues with body
image. These concerns can negatively impact the patient's quality of life, intimacy, and
relationship. A study conducted by Bajpai and Shylasree (2018) observed that coping
with the sexual changes after cancer can significantly impair the quality of life. The
study emphasises on the need of counselling regarding the potential physiological,
hormonal, and psychosocial effects of diseases and treatments on sexuality. The
therapies should include both the patient and partner, as it helps to address the sexual
distress and relationship concerns and organize interventions to enhance one's sexual

well-being, and quality of life.

The terms "we-disease” and "we-ness,” are important components of the
"systemic transaction model” which suggest that a partner's regular and profound
experiences with stress, as well as their behavior under stress, have a reciprocal effect
on their partner's experiences (Kelley, et al.,1983). This explains that couple dealing
with cancer disease are ‘sailing together’ and they experience similar emotional
responses and psychological sequelae in their journey of cancer. It has been highlighted
that a "key component"” of providing comprehensive cancer care is acknowledging the

concerns that patients and their loved ones may have regarding treatment and care.
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Research and initiatives that cover the full range of cancer treatment, such as fertility
tests, sexual health interventions, and assessments of sexual health, are urgently needed
in light of the "burden of cancer" among the expanding community of cancer patients
and survivors. Incorporating interventions related to sexuality, family building, and
couple-oriented quality of life is crucial to addressing the psychological effects of
cancer and lower cancer-related mortality by enhancing the quality of life associated
with sexual health. As a result, addressing sexual concerns is a crucial part of treatment

for cancer that takes the whole person into account, including the patient's partner.

The current study's objective is to create an intervention based on a health
psychology model and assess the psychosocial aspects of sexual and psychological
health in cancer patients and their partners. Instead of focusing on biological factors
like medication, psychosocial interventions emphasize psychological, behavioral, and
social factors. That being said, the goal of the current study is to enhance both the
"quality of life" for patients and enhancing "quality of care™ by incorporating psycho-

oncology into comprehensive cancer care.
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CHAPTER-II

REVIEW OF LITERATURE

Research shows several studies in the area of reproductive and sexual health in
chronic illnesses such as cardiovascular diseases, neuromuscular, auto-immune disorders,
diabetes, cancer, etc can impair sexual functioning, and negatively impact sexual and
reproductive health. Sexual dysfunction in populations with chronic illnesses may be
caused by a number of psychosocial factors, including depressed mood (Seidman & Rose,
2000), body image dissatisfaction (Schiavi et al., 1995), and relationship concerns (Enzlin

et al., 2002).

Research pertaining to cancer predominantly explains the biomedical aspects of
cancer, and changes to sexual health and wellbeing are documented as a long-term
adverse effect of cancer and its treatments. These modifications may have an effect on
one's physical health, psychological well-being, relationship, and intimacy. Annually, the
number of cases of cancer is increasing, and the patients' quality of life is severely
impacted by distress, depression, anxiety, somatic symptoms, and low functional status.
Intimacy and sexuality are significant aspects of a person's quality of life (Flynn et al.,
2016), and there is a special need to preserve sexual health in the growing community of
people diagnosed with cancer as well as, cancer survivors. The topic selected for the
present study is “Psychosocial correlates of Sexual health among Cancer patients and
their Partners- Role of an intervention”. This study aims to explore the psychosocial
correlates of sexual health among cancer patients and their partners. A review of literature
has been done to understand the research and development in the domain of Psycho-
Oncology with respect to sexual health and other psychosocial domains among patients

diagnosed with cancer and partners. The study analyses the psychological (affective,

26



cognitive, behavioural components) and social factors (relationship and intimacy) to
better comprehend the psychosocial aspects of sexual health and how cancer patients' and

their partners' quality of life is impacted by it.

The present chapter comprises of in-depth review of literature pertaining to
variables such as psychological states, illness perception, body image,
relationship/intimacy, sexual (dys)functioning and quality of life in cancer patients and
their partners. In order to approach the study's variables from a relational standpoint, the

review first looks at the psychological states of partners and cancer patients.

Cancer: a psychological perspective

Advancement in medical research and healthcare delivery has significantly
reduced mortality and improved life expectancy, but the ‘emotional dimensions’ of
chronic disease conditions often take a back seat in terms of the care provided. Studies
from India have reported that psychological morbidity is higher among patients diagnosed
with chronic illness when compared to normal healthy subjects (Balajee, Kumar &
Shidam, 2017). Discussing on the psychological problems of patients with cancer,
Gregurek et al., (2010) observed in the research that one-third of the patients diagnosed
with cancer will experience psychological distress, and the most commonly reported
psychiatric disorders are depression, anxiety and adjustment disorder. Studies such as
(Okeke et al., 2023; Herschbach, 2004) investigated psychological distress in cancer
patients using distress thermometer have reported 68% subjects scored elevated levels of
distress. The study investigated and reported the most predominant cause of
psychological distress was found to be fatigue (69%). followed by pain (59%), difficulty
in transportation (59%). anxiety (57%), sadness (50%), anger (45 %) and depression

(44%).
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A comprehensive analysis of 24 physical symptoms and 10 psychological
symptoms among cancer survivors in a study (Hong et al., 2023) including children,
adolescents, and young adults observed that in terms of psychological symptoms, anxiety
and depression were most frequently reported, while fatigue and sleep disturbance were
the most researched physical symptoms. The study revealed that anxiety about illness
may often lead to delay in diagnosis of cancer, and this may impair the prospects of
treatment and care by 10- 20 %. The research highlights the importance of providing
information on potential cancer symptoms, treatment options, and ongoing follow-up
during the survivorship period. An earlier study found that in addition to depression, half
of cancer patients also had a psychiatric disorder, typically adjustment disorder (Spiegel,
1996). A review (Caplette, 2008) describes depression associated with metastatic breast
cancer and points that despite the fact the depression is associated with numerous
negative effects, the depression disorder remains untreated. It is reported in another
research conducted by (Reich, 2008) that depression associated with the cancer may

lower treatment compliance and raise the chance of relapses.

Some studies have observed that diagnosis of cancer may disturb the mind, and
the suppressed emotional worries may be precipitated or somatised as physical illness.
The term "somatization" refers to the inclination to express psychological distress through
physical symptoms and seek medical attention for them (Lipowski, 1998). Cancer-related
somatic symptoms include pain, exhaustion, appetite loss, decreased energy, lethargy,
dyspnoea, dizziness, palpitations, and tremors. Radiation and chemotherapy treatments, as
well as the psychological distress they cause, may cause somatic symptoms. Patients with
cancer may experience "somatoform disorders," which could make treatment compliance
and outcomes more difficult. Given that somatic symptoms related to cancer can have

cognitive, psychological, and physiological causes, further research in this area is
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necessary to comprehend the somatization process in a somatic disease (Chaturvedi,

Maguire & Somashekhar, 2006).

A systematic review explores mental health outcomes in breast cancer survivors
reported statistically significant increased symptoms of depression, anxiety, neuro-
cognitive dysfunction, sleep disturbance, stress- related disorders /PTSD, suicidal
tendency, bipolar and obsessive-compulsive disorders. This information in the research
emphasises on evidence- based prevention and management strategies (Carreira, et al.,

2018).

Research clarifies the pathogenesis of cancer and shows a negative correlation
between stress and a low survival rate in cancer patients. A meta-analysis (Krishnadas &
Cavanagh, 2012) with 165 studies in it looked into the long-term relationship between
stress and cancer and found that, in initially healthy populations, stress-related
psychosocial variables are frequently linked to a higher incidence of cancer. According to
research findings, a central factor linking depression, distress, pain, and cognitive
impairment—a condition known as "chemo fog" in cancer patients—is an inflammatory

state caused by stress-related production of the cytokine Interleukin-6.

Four distinct trajectories of psychological distress in cancer survivors who have
finished their potentially curative treatment were reported by Lofti-Jam et al., (2019) in a
longitudinal study. Phases of chronic distress, delayed distress, recovering, and resilience
are the four distinct trajectories of how individuals gradually adapt to hardship, as
elucidated by Bonanno's trajectories model, which explains adaptation following
bereavement or traumatic experiences. Chronic distress is defined as extreme distress
from which an individual is unable to recover. Conversely, in delayed distress, an

individual bounces back from a traumatic event fast but then encounters problems or
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difficulties later. The initial phase of disruption that eventually fades and returns to
normal function is called recovery. The concept of resilience explains how people can
tolerate minor setbacks to their social, emotional, and bodily functioning even when they
are under stress. A study suggests screening for distress after treatment in addition to a
comprehensive assessment of unmet needs, physical symptoms, and coping strategies to
identify people who are at risk of experiencing non-resilient trajectories (Bonanno,

Westphal & Mancini, 2011).

Research has revealed some psychological aspects of family members, and
caregivers have demonstrated how cancer can change partners' and their families'
psychological states. It has been rationalized that family members' “shared unhealthy
lifestyle™ - which has been suggested as the underlying mechanism for the psychological
issues in partners of cancer patients—combines with the psychological distress that
comes from grieving and providing care for loved ones. Partners of cancer patients
additionally face a higher chance of developing depression. The impact of severe diseases
on the patient's close associates was demonstrated by the study (Northouse et al., 2012).
Numerous interactive pathways exist, such as the possibility that the event will cause
stress in the relationship, deprive the partner of emotional, social, and financial support,
and affect the partner's behaviour and day-to-day activities. The interdependence between
women with breast cancer and their partners was the subject of another study (Dorros et
al., 2010). Participants' depression and stress levels were analysed in relation to their
partner's health outcomes by fitting a structural equation model of patient-partner
interdependence using reciprocal dyadic data. The results revealed a pattern of influence
whereby spouses of breast cancer patients with high levels of stress and depression also
had lower levels of physical health and well-being. The study's conclusions suggest that

focusing only on the cancer patient is insufficient. When addressing the upsetting
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situation, the partner should be considered as they are a silent sufferer. A study ( Padmaja
et al., 2016) was designed to evaluate caregivers' psychological issues and how they
affect cancer patients. Depression and anxiety in cancer patients were found to be
significantly correlated with psychological states such as somatization, anxiety, distress,
and depression in caregivers. These studies unequivocally show that psychological
interventions are necessary to address caregiver issues, which would undoubtedly aid in
the management of patients’ comparable symptoms. In a study, Chae et al. (2019)
investigated psychological and physical symptoms in partners of cancer survivors who
had expressed high levels of psychological distress. It has been noted that in times of
crisis, the capacity for effective communication and life adjustment may help lessen
psychological distress in the spouses of cancer survivors. To enhance patients' and their
loved ones' quality of life, the psychosocial components of care are vital and a crucial part
of comprehensive cancer care (Turner, et al., 2005).

Cancer patients frequently experience psychological discomfort, but this
discomfort is frequently ignored. A study addresses the challenges that cancer patients
have when trying to communicate their psychological concerns (Ryan, et al., 2005).
According to the study, patients might not talk about emotional issues because they think
a doctor shouldn't be dealing with their personal issues. They may also attempt to
normalize the circumstance or somatise their emotions. Anxiety and depression may be
camouflaged with the physical symptoms of cancer and its subsequent treatment. Thus,
emotional distress is neither detected no reported. According to the study, to help identify
any emotional concerns, it is necessary to use screening tools, respond appropriately to
patients' emotional cues, use a patient-centred counselling approach, actively listen, probe

with open-ended questions and emotive language. Medical personnel should receive
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education and training in these methods in order to enhance the "psychosocial care”

provided to cancer patients and their families.

The perception of illness in a person who has been diagnosed with cancer and
their family is of prime importance. Lack of medical understanding about the disease
‘cancer’ and the subsequent course of treatment may add to the worry and mental tension
among the patient and their family. How the patient and family perceive the illness would
have an effect on their psychological states, and may influence treatment compliance and
recovery from an illness. Therefore, their cognitive representation of illness needs to be

examined.

Perception of Iliness

Illness perception is a process experienced differently in each individual,
according to their individual needs, knowledge, values, beliefs, and experiences
(Kocaman, 2007). The illness perception model states that when people are faced with a
disease, coping responses are primarily formed based on physical and psychosocial
consequence of disease. These responses reflect emotional reactions and beliefs of an

individual regarding the disease (Ashley, 2015).

A study investigated the illness perception ‘clusters’ at the time of diagnosis,
which may predict psychological distress among breast cancer patients (Mc Corry, 2013).
There is a well-established correlation between psychological distress and illness
cognitions. To find a similar profile of illness perception, cluster analysis was used. It was
found that one of the clusters was associated with negative thinking both during the six
months following the cancer diagnosis and was more likely than the others to experience
psychological distress. The study suggested creating psychological interventions to

change "illness cognitions” to lessen distress in women with a diagnosis of breast cancer.
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Another cross- sectional study (Scerri, 2019) explored illness perception,
depression and anxiety in informal carers. By using a common-sense model, it was found
that the informal caregivers' perception of illness is a predictor of their anxiety and
depression. Therefore, it is important to explore the personal understanding and beliefs of
carers/caregivers, as their beliefs relate to their psychological well-being. Thereby
suggesting that cognitive -based interventions may be effective in targeting depression in

these informal carers.

In a study (Johansson, 2014), the experience of the colorectal cancer survivors'
and their partners' perceptions of their illness were compared. The study clarified how
survivors and their partners perceive their conditions. Among partners, the most prevalent
illness perception concerned accepting the cancer diagnosis, accepting its meaning, and
being ready for its long-term effects. On the other hand, a different illness perception that
was more common among cancer survivors focused on erasing the cancer diagnosis by
downplaying its significance and lessening its influence on the idea of a cancer
diagnosis. To meet the goals of person-centred, contemporary cancer
care, healthcare professionals must acknowledge that partners' and survivors' perspectives
and perceptions of the illness may vary. A study (Wu et al., 2013) investigates the beliefs
of patients and their spouses regarding the course of the disease, the control of treatment,
and the impact these beliefs have on the patient's quality of life. The research contributed
to our understanding of how patient beliefs about a shorter disease course and,
consequently, an improved quality of life six months later, are influenced by spouse

beliefs that the treatment will control their loved one's illness.

In a study, Margreet (2005) examined whether patients' perceptions of their
illnesses could account for any variation in their quality of life after receiving a recent

head and neck cancer diagnosis. This study found that the quality-of-life domains of
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physical, emotional, cognitive, social functioning, and global health were significantly
impacted by perceptions of illness. According to the study's findings, patients who
focused more on their symptoms had lower quality of life scores, feared that their
conditions would recur, tended to blame themselves, and showed a stronger emotional
response to their sickness. Moreover, it is observed that the psychosocial and emotional
problems pertaining to cancer may increase with the progression of illness and subsequent
side effects of cancer treatments. This may also cause changes in their appearance, often
leading to body image dissatisfaction in cancer patients. Thus, body image issues need to
be examined closely to have a deeper understanding of related concerns, both from the

patient as well as partner’s perspective.

Body Image

Body image disturbance is the term used to describe a chronic complaint of
unhappiness, worry, and distress about a physical feature that interferes with social
interactions, activities, or work performance to some extent, (Cash, 2004). To put it more
simply, it's the way that an individual views their own body. Presently, body image is
recognized as a multi-dimensional construct, contrary to the earlier research's one-
dimensional conception of it. The three dimensions of body images are affect, investment,
and evaluation, according to Cash & Fleming's (2002) helpful multidimensional model.
The emphasis on one's physical appearance and the work necessary to attain the desired
physical appearance is known as body image investment. The emotional experience that
results from assessments of one's body is known as body image affect. The assessment of
one's body image relates to how satisfied or unsatisfied one is with different aspects of

appearance.
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According to a cross-sectional descriptive study (Jayarajah & Samarasekera,
2017), patients with stroma who had a difficult time adjusting psychologically to changes
in their body image were more likely to be younger in age, as well as those who are over-
weight and have temporary stoma (any opening in body formed after cancer treatment, or
surgery). The study pointed out that it would be beneficial to identify the patients with
risk of poor adaptation before the surgery, and counsel such a patient for necessary care

and education before and after surgery, as well as during the follow-up visits.

A key distinction between general dispositional assessments of body image and
contextual or state assessments of body image during sexual activity is highlighted in the
literature on body image (Yamamiah, Cash & Thompson, 2007). Certain studies have
provided evidence in favour of the connections between variables linked to body image,
sexual satisfaction, and marital adjustment (Babayan, Saeed & Aminpour, 2018). Sexual
satisfaction is positively correlated with appearance evaluation (Holt & Lyness, 2007),
general body image (Tang, Lai, & Chung, 1997), general body esteem (Penhollow &
Young, 2008), and self-perceived sexual attractiveness, but it is negatively correlated with
body shame (Cologero & Thompson, 2009). Dove and Wiederman (2000) cite data from
other studies showing that women who feel self-conscious about their bodies when
engaging in sexual activity with a partner typically have lower levels of sexual
satisfaction. Research (Ackard et al., 2000) indicates that women who report higher levels
of body dissatisfaction also report higher levels of sexual avoidance and lower levels of
arousal and desire (Reissing et al., 2005; La Rocque & Cioe, 2011). According to

Sanchez and Kiefer (2007), they also report less pleasure, orgasm, and sexual satisfaction.

An analysis of Woertman's (2012) research on the topic discusses the connection
between female sexual functioning, behaviour and body image. Empirical evidence

regarding the relationship between sexuality and body image is presented in a review that
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uses data from 57 studies. It shows how issues with body image can affect all facets of
sexual functioning. Women's self-consciousness and cognitions are crucial to
understanding the complex relationships between their sexuality and body image. Bodily
perceptions and evaluations obstruct sexual behaviour, sexual avoidance, and risky sexual

behaviour in addition to sexual experiences and reactions during sexual relations.

Young women with breast cancer and their sexual problems are the subject of
another study conducted by Fobair et al., (2006). The study raised concerns about things
like radiation changing the texture and appearance of the skin, chemotherapy causing
sudden menopause, and surgical treatment potentially resulting in disfigurement.
Participants in the study with cancer also reported hair loss during chemotherapy, worries
about gaining or losing weight, and decreased self-esteem. The study reported that these
changes may lead to body image issues and in addition, sexual problems were also
reported by substantial proportions of women after being diagnosed with breast cancer.
To improve the quality of life for young women diagnosed with breast cancer, the study
highlights the importance of addressing issues related to vaginal dryness, body image,
poor mental health, and partner difficulty understanding feelings, all of which have been
linked to greater sexual problems. An additional investigation into the psychological
effects of changes in sexuality, fertility, and body image in young adults with breast
cancer and their partners (Miaja, Platas, & Cannon, 2017) found that these important
concerns are not given enough attention in the all-encompassing care that these patients
receive. When young couples are dealing with breast cancer, it should be encouraged to
involve their partners in decision-making to enhance communication and rebuild positive
relationships. In the process of sexual renegotiation that follows a cancer diagnosis, a
partner's comprehension and acceptance, strong bond, excellent communication, and

affection are all helpful (Pinto, 2013). The moderating effect of perceived partner
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empathy on depression and body image in breast cancer survivors was assessed by
another study (Fang, Chang & Shu, 2015). According to the study, women who
experienced body image dissatisfaction following breast cancer surgery may experience

fewer depressive symptoms if they feel that their partners are more empathetic.

Relationship and Intimacy in Cancer

Several developmental theorists (Maslow, 1954; Erikson, 1950; Sullivan, 1953)
have emphasized the importance of intimacy in the hierarchy of needs. Intimacy is a
crucial developmental task during the transition from adolescence to adulthood, according
to Erickson (1950). Similar to this, Sullivan (1953) defines "the need of intimacy" as "the
need for collaboration with one other person” and links it to various stages of life, starting
with adolescence. According to Lowenthal and Weiss's (1976) theory, most men and
women can only find the drive and vitality to lead independent, self-generating, and
fulfilling lives when they are in one or more close, mutually supporting dyadic

relationships.

The significance of approaching cancer from a relationship perspective was
emphasized by Manne and Badr (2010). According to this viewpoint, a married couple's
relationship isa shared resource for both parties. It emphasizes the significance of
maintaining and improving relationships through communication efforts during difficult
times. The marriage bond serves as a resource for people to turn to for support during
trying times in life, according to theories like the cognitive-social processing theory, the
equity theory, and the theories of social support. These theories are derived from the
family systems theory and communication theory, which were studied by Jackson (1968),

Jackson & Weakland (1961), and Haley (1963), respectively.
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According to Olson (1981), who distinguishes between intimate experiences and
intimate relationships, intimacy is defined conceptually as a bond that endures over time
and in which the parties share intimate experiences in multiple domains. Olson also
emphasizes the "process” aspects of intimacy. Olson (1975) identified seven categories of
intimacy: emotional, defined as the feeling of being close to someone; social, defined as
the experience of sharing friends and social networks; sexual, defined as the sharing of
affection and/or sexual activity; intellectual, defined as the sharing of ideas; recreational,
defined as the sharing of interests in hobbies; spiritual, defined as the sharing of a
common life purpose and/or religious faiths; and aesthetic, defined as the closeness

resulting from sharing and appreciating beauty.

Not only is a cancer diagnosis and treatment upsetting for the individual receiving
it, but also for their intimate partner. The family members, especially the romantic partner
with whom the patient shares life experiences is not only the silent sufferer, but also the
supporter in the journey of cancer. A growing body of research in psycho-oncology
supports the validity and usefulness of certain models, which explain how couples’
emotional reactions and coping mechanisms interact. Examples of these models include
the relationship intimacy model and the transactional model of stress and coping (Regan,
2015). According to this study, reactions within the couple that prevent the patient and
partner from communicating openly may have a negative effect on the psychosocial

results.

A significant factor in determining how well a patient and their partner
psychologically adjust to cancer is the closeness and intimacy of their marriage. The
development of the relationship intimacy model of couples' psychosocial adaptation to
cancer was made by Manne & Badr (2008). According to the model, communication and

behaviours between patients and their partners should either increase or decrease the
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degree of intimacy and closeness. A study (Sara, 2020) looking at the relationship
intimacy model's validity describes relationship-compromising behaviours in the context
of couples coping with cancer, such as avoidance, criticism, and pressure with drawl
communication. According to the relationship intimacy model, avoidance is the act of not
discussing worries about cancer with a partner; criticism is an unwelcoming response to a
partner's attempt at coping; and pressure withdrawal is defined as the partner withdrawing
from conversations about cancer. This may have a detrimental impact on intimacy, which
may then harm the psychological adjustment of couples to cancer and the satisfaction of
their relationship. Conversely, relationship-enhancing behaviours include mutual self-
disclosure, responsiveness from partners, and relationship engagement, all of which
enhance couple cohesion and communication. Reciprocal self-disclosure means when
partners engage in disclosing feelings to one another; partner responsiveness is when
patient feels understood and accepted by the partner; and the perception that your partner
sees cancer from a relational perspective is explained by relationship engagement. As a
result, a couple's intimacy increases and their psychological adjustment to cancer

improves.

There is a link found between marital relationship/intimacy and couple’s Quality
of life. According to Gilbert's (2010) research, cancer can cause profound changes in
one's sexuality, intimate relationship dynamics, and sexual functioning, which can have a
substantial impact on one's quality of life and mental health. But research on sexuality and
intimacy in relation to cancer finds that intimate partner experiences are often overlooked.
The study highlights how important it is to investigate ways to improve intimacy, quality

of life, and couple relationships using a qualitative approach.
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Quality of life

According to Dow and Melancon (1997), a patient's perspective on life,
fulfilment, and enjoyment of it are all considered to be synonymous with their quality of
life. Ferrell et al. (1995) presented a model of life quality based on the World Health
Organization's broad definition of absolute well-being, which includes states that are
physical, psychological, social, and spiritual. and cancer patients may experience negative
effects in these areas of their lives. According to the study, symptoms of cancer, such as
nausea, vomiting, exhaustion, insomnia, and severe anxiety and fear, as well as treatments
like radiation, chemotherapy, surgery, and hormonal medications, can all negatively
impact one's physical and mental well-being. Uncertainties about the future combined

with problems at work and home could destroy someone's social and spiritual well-being.

In a research note (Chaturvedi, 1991), it was discussed what matters to Indians'
quality of life in relation to cancer. Approximately fifty subjects were questioned to
identify the factors that they felt were important and reflected quality of life. The findings
indicate that an individual's functioning and degree of physical and psychological well-
being were less significant. Conversely, nearly two-thirds of the subjects valued social
satisfaction, spiritual fulfilment, and mental tranquillity highly. According to the research
findings, the degree of satisfaction was deemed more significant than the level of

functioning in this specific study conducted in India.

In an investigation into the quality of life of partners of patients with various
cancer diagnoses, Bergelt, Koch, and Petersen (2008) looked at potential predictors of
partner quality of life. The study revealed that various factors, including social
demographics like age, gender, and income, psychosocial factors like social support,

partner relationship quality, and patients' overall quality of life; and clinical variables like
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cancer stage and length of time since diagnosis and treatment, could potentially predict
partners' quality of life. The findings clarify why, according to the sexual functioning
scales, male partners reported a higher quality of life than female partners. When
compared to the general population, partners—male and female—reported much worse
mental health. Relationship quality was found to be a strong predictor of mental well-
being in spouses of patients with breast and gastrointestinal cancers. Greater mental well-
being of the patient also predicted better physical and mental well-being in partners of
breast cancer patients; however, none of the model's variables had any predictive value
for partners of male reproductive cancer patients. According to the study, partners' quality
of life was compromised on a mental (psychological) rather than a physical level.
Remarkably, neither partners' mental nor physical quality of life was impacted by the
patient's clinical characteristics. While breast cancer survivors experience more
menopausal symptoms and physical symptoms more frequently than healthy women,
their reported sexual functioning and health-related quality of life are comparable to those
of healthy women, according to astudy (Ganz & Rowland, 1998) that examined the
partner relationship, body image issues, and sexual functioning in breast cancer survivors.
According to the study, surgical treatment that preserves breast tissue should have less of
an adverse effect on a patient's quality of life and ability to reproduce sexually than
mastectomy. For individuals who present with any complaints or concerns, counselling

and symptomatic management are recommended.

Partners of breast cancer survivors may also experience the negative consequences
of their spouse's illness years following treatment. Since younger survivors face more
difficulties than their older counterparts, a study (Cohee, et al., 2018) compared quality of
life in partners of younger breast cancer survivors with the partners of older survivors of

breast cancer. The results shows that predictors of quality of life differ between these
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partner groups. Improved physical function, reduced depressive symptoms, increased
marital and parenting satisfaction, and having more personal resources were all associated
with a higher overall quality of life for partners of younger survivor groups. Conversely,
for partners of older cancer survivors, higher parenting satisfaction, greater spirituality,
fewer depressive symptoms, and increased social support from the spouse who survived
breast cancer were all associated with improved overall quality of life. The research
findings verified that partners of elderly breast cancer survivors had expressed a higher

quality of life in comparison to partners of younger survivors.

A study (Reis et al., 2010) looks at the Quality-of-life levels of gynaecological
cancer survivors to determine the issues that impact their sexual health, quality of life,
and sexual functioning. The quantitative findings of the study showed that a person's
physical, psychological, social, and spiritual quality of life is adversely affected by cancer
and its treatments. Through qualitative analysis, important conclusions about sexual
health - a vital and necessary aspect of quality of life - were drawn. The analysis of the
semi-structured interviews revealed that the negative impacts on four important aspects of
sexual health - body image, gender role, sexual functioning, and reproductive ability -
make women's sexual health and functioning complex and difficult. It is observed that
surgical and radiation treatment may cause body dissatisfaction, low self-esteem and
negative sexual experience with the partner. The study emphasises on the need of
educating, and informing the sexual changes that may appear in gynaecological cancer
patients, and throughout the course of treatment and follow-up sessions, offer supportive

care in relation to aspects of sexual functioning and quality of life.
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Sexual Health in Cancer

In contemporary times, cancer is now viewed as a chronic illness rather than a
fatal one, and there has been a change in focus towards issues related to quality of life,
with ‘sexuality’ emerging as a key component (Graziottin,2001). Sexuality, a person’s
‘self-schema’ is an individualised view of themselves as a sexual being, encompassing
biological, psychological, behavioural as well as interpersonal domains. The diagnosis of
cancer followed by series of treatments may alter physiological functioning,
psychological states, body image, that may profoundly have an effect on intimacy and
sexuality.

Significant alterations in sexuality, sexual functioning, relationships, and "sense of
self" can be brought about by cancer. Several factors may influence one’s health after
being diagnosed with cancer. Demographic characteristics such as age, gender, education,
socio-economic, and relationship status, as well as type of cancer and treatments are
evaluated to have a deeper knowledge about the sexual adjustment after cancer; and the
following observations are made. At the onset, examining the general health condition, it
is observed that the disease burden of cancer may increase with older age, comorbidities
such as diabetes, hypertension, or complications owing to other systemic diseases.
Secondly, lack of medical awareness about cancer may lead to myths and misconception
about cancer. People assume that cancer can spread from one person to another by having
a close contact, therefore the intimacy between couple is generally prohibited and this in
turn negatively impact the couple relationship and quality of life. Although the
relationship factors like cohesion, communication and cooperation between the partners
have a significant influence on sexual functioning, relationship dynamics and sexual

adjustment following a cancer diagnosis have not been given enough attention.
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Research on sexual difficulties after cancer has previously been conducted, with a
primary focus on the adverse effects of cancer treatment. such as chemotherapy, radiation
or surgical complications. A study on female reproductive cancer (Krychman &
Millheiser, 2013) reported that cancer treatment may cause anatomical changes such as
reduced elasticity and vaginal stenosis, stoma or fistula formation. Another study (Izycki,
Wozniak & Izycka, 2016) reported that these changes may lead to physical or
physiological changes such as loss of libido, dryness of vagina, dyspareunia (pain during
intercourse), post coital bleeding or infertility. Studies on men's sexuality after cancer
have focused on testicular and prostate cancer (Trama et al., 2015), where hormone
therapy is referred to as "chemical castration.” Weight gain, reduced genital size, erectile
dysfunction, and physical feminization, loss of sexual desire and orgasmic sensation, as
well as bowel or urinary incontinence are commonly reported. Rectal cancers may also
present sexual concerns, both in men and women. Any complications in surgery may lead
to sexual and fertility concerns, adding up the “disease burden’ and reducing the ‘quality

of life’ in cancer patients.

One known long-term adverse effect of cancer and its treatments is changes to
sexual well-being. The sexual changes can adversely affect psychological wellbeing
quality of life and couple relationships. A study conducted by Perz, Ussher & Gilbert
(2014) examines the intricate relationship that exists between sexual function and
psychosocial factors in the context of cancer, such as psychological well-being, life
satisfaction, relationship satisfaction, and communication. For both men and women with
cancer diagnoses, as well as for the male study partners, physical quality of life was found
to be a predictor. On the other hand, depression and mental health were found to be
predictive factors for cancer-stricken women. Dyadic sexual communication was

predictive of both male and female partners and cancer-stricken women. The results
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suggest that rather than focusing exclusively on individuals with cancers of the
reproductive system, interventions aimed at addressing sexual difficulties and fostering
sexual renegotiation should be made available to men and women who have been
diagnosed with cancers other than sexual cancers. The aforementioned study points to the
significance of involving cancer patients' partners in interventions designed to enhance
and support sexual functioning by promoting physical well-being, sexual communication,

and psychological stability.

A research study conducted by Marshall and Kiemle (2005) examines how breast
reconstruction following cancer treatment affects patients' and partners’ sexual
functioning. The data was analysed using grounded theory methodology, and key
categories for partners and patients were found. Anxiety and worry, influencing factors,
self-image, and sexual changes were among the patients' main categories. While partners'
primary categories of influencing factors for negotiating sexual changes included stress
and anxiety. It was revealed that every woman goes through periods of sexual transition
and anxiety, and some patients expressed that they had lost their sense of their "sexual
identity.” While most partners stated that partner survival was their top sexual concern,
most men also admit to having some level of sexual anxiety. The study points to a dearth
of knowledge and open communication regarding sexual issues between the couples, and

points the need to include partners throughout the treatment and recovery phase.

The topic of sexual functioning in breast cancer survivors who are having
problems with their body image is covered by Boquiren et al. (2016). There were
significant correlations observed between the Female Sexual Function Index (FSFI),
orgasm satisfaction, and overall SF and the body stigma subscale. Vaginal dryness,

relationship satisfaction, and body shame were found to be significant predictors of
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sexual functioning. A population-based study compared the sexual activity function and
concerns of cancer survivors with those of cancer-free controls, according to Jackson et
al. (2016). According to the study, after receiving a diagnosis and course of treatment,
both men and women with cancer reported feeling less satisfied with their sexual
functioning. Additionally, women with cancer expressed more concern about their levels
of sexual desire. It was also noted that women who have had cancer for five years are
more likely to report having trouble becoming aroused. Previous research (Zebrack, et al.,
2010) reported that sexual difficulties and reproductive concerns have been reported by
adult survivors of childhood cancers, spanning a variety of cancer types and treatments. It
is not only the reproductive cancers, but also non-reproductive cancers such as colon,
urinary bladder, head and neck, lymphatic and lung cancer patients reported to have
experienced diminished sexual interest activity, low self-esteem, negative body image or
feelings of unattractiveness, loss of femininity or masculinity, and alterations to the
‘sexual self’. Rhoten (2016) observed that head and neck cancer not only cause functional
difficulties in speaking, swallowing, tasting or breathing, but also impaired sexual
functioning due to the associated disturbances in body image and psychological states.

An older study (Grifith & Trieschmann, 1983) differentiated between primary and
secondary causes of sexual dysfunction, explaining primary factors comprises of systemic
changes due to cancer and related treatment, and presents physical or physiological
symptoms whereas, the secondary factors are psychosocial that may disrupt physical
integrity, body image, sense of attractiveness, self- esteem, sexuality and intimacy. The
study reported that cancer patient experiences reduce sense of control, self-efficacy and
impaired self -esteem, hopelessness, worthlessness, fear of rejection or abandonment, fear
of recurrence, reduced energy, altered body image, guilt and performance anxiety. These

psychological symptoms can negatively impact libido and sexual functioning.
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Sexual Health Models

The relationship and dependence of biological, psychological, and social factors
influencing sexual health after cancer are explained by the biopsychosocial
conceptualization of sexuality after cancer by Mercadante et al., 2010, Reese, (2011), and
Sadovsky et al., 2010. The physical changes in post-cancer sexuality that are caused by
biological factors include sterility, low libido or sex drive, painful sexual relations, early
menopause, and erectile dysfunction. Low desire, erectile dysfunction, and lower sexual
self-esteem can result from psychological factors like distress, changes in body image,
low mood, and anxiety. These factors are common. Social variables play a crucial role in
determining sexuality and intimacy in couples coping with the effects of cancer because
partners share many intimate and sexual behaviours; Pre-treatment relationship

satisfaction, intimacy, open communication, and mutual support are all included here.

The approach to sexual assessment and intervention, which includes open-ended
questions about sexuality, is outlined in PLISSIT MODEL, which is a proposed
conceptual scheme for the behavioural treatment of sexual problems (Annon, 1976). The
term PLISSIT is the acronym for permission, limited information, specific suggestion,
and intensive therapy is PLISSIT. Early implementation of the PLISSIT model helps
initiate the process of sexual function restoration and prepare patients for the anticipated

sexual effects.

Cancer survivors face substantial obstacles to their sexual health and well-being,
according to the Sexual Health Model (Keyes & Lopez, 2002). The term "sexual
dysfunction™ (SD) refers to the limitation of performance and is associated with the
sexual response cycle, while "sexual well-being” (SWB) focuses on the somatic,

emotional, intellectual, and social aspects of sexual being. The levels of sexual well-being
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and sexual dysfunction are shown in four quadrants, namely *Struggling’ (High SWB,
High SD), ‘Floundering’ (Low SWB, High SD), ‘Languishing’ (Low SWB, Low SD),

and ‘Flourishing’ (High SWB, Low SD).

) (

* High SWB
| Hg‘
* Low SWB * Low SWB
&High SD & Low SD

Sexual Health Model (Keyes & Lopez, 2002)

* High SWB
& Low SD

The link between psychological and physiological functioning can be interpreted
with the existing models of Sexual health. The physiology of sexual response is divided
into four phases by Masters and Johnson (1996), whose work forms the basis for medical
understanding of sexuality. These phases are arousal, plateau, climax, and resolution.
Kaplan simplified and added the three phases of this model—desire, arousal, and orgasm
(1995). A circular model was developed by Basson (2015) to define female sexual
function. By situating the physiological parameters of Kaplan within the context of
psychosocial needs, this model clarified how, specifically, emotional intimacy acts as a
stimulant for sexual activity. In order to develop a more thorough model of the "female
sexual function index,"” Basson considered the intricacy of psychology and biology.

According to Sands & Fisher (2007), there is a strong correlation between women's
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sexual function in the modern era and Basson's model. In summary, emotional intimacy is
a driving force behind sexual activity, and the physiological parameter of the Kaplan
model was contextualised within the framework of psychosocial needs. Thus, Sexual

health is a means of improving other aspects of life.

Psychological distress and sexual dysfunctions are observed as concomitant
symptoms of cancer. A systematic review by Carreira et al., 2018 describes on adverse
mental health outcomes in breast cancer survivors. It is observed that there is a
statistically significant increased symptoms like frequency of depression, anxiety, neuro
and cognitive impairment, suicidal tendency and sexual difficulties when compared with
women having no history of cancer. Similarly, a study (Twitchell, 2019) revealed how
male reproductive cancer patients' sexual dysfunction has a detrimental effect on their
sense of their worth and how they perceive their bodies and that it can also lead to mental
health problems like depression and anxiety. Research has shown that higher levels of
sexual functioning and satisfaction with sex are correlated with the quality of a couple's
relationship (Perz, et al., 2014; Van den Brink, 2018). After examining data on sexual
satisfaction among long-term cancer survivors five to ten years after diagnosis, Heyne et
al. (2011) conducted additional research in which they identified factors that either
positively or negatively affect survivors' sexual satisfaction, such as social support or the
burden of psychosocial and physical symptoms respectively. According to the study,
almost 50% of the participants felt that their sexual lives were less fulfilling than they
were before cancer. It is observed that high sexual satisfaction was associated with a low
chronic comorbidities index, less fatigue, nausea or vomiting, less pain and low
depression, anxiety and a higher level of social support and a higher level of satisfaction

with the relationship and quality of life.
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A comprehensive review that addresses the biopsychosocial treatment options
available to female patients as well as a detailed discussion of sexual health issues
following cancer treatment is provided (Sears, Robinson, Walker, 2018). The authors
critically review research published between 1990 and 2016 and look into the sexual
health concerns of women with cancer, regardless of the type or stage of the disease.
They also discuss the psychosocial and biological interventions that are currently
available for the side effects related to sexual health, such as dyspareunia, vulvar-vaginal
atrophy, and vaginal dryness. A cross-sectional study on gynaecological cancer found no
significant correlation between sexual function and distress, althoughthe majority of
studies have reported distress linked to sexual dysfunction (Thranov & Klee, 1994). To
comprehend the potential roles that socio-cultural factors may play, a thorough analysis is
required. There a need for in depth analysis to have an understanding about socio-cultural
factors that may play an important role, and replicate the studies, analyse and interpret the

observation and results.

Indian Studies

Globally, breast cancer incidence has increased over the past ten years, with Asian
nations experiencing the most significant increases (Green & Raina, 2008). According to
a study (Ferlay et al., 2012), there were over 1,000,000 new cancer cases identified in
India in 2012, and 680,000 cancer-related deaths were reported. According to Shukla et
al. (2009), 27% of all cervical cancer cases worldwide are reported to have originated in
India. Even though many women in India survive gynaecological cancers, it is noted that
due to cultural barriers, sexual dysfunction remains unexplored. According to research by
Basu et al. (2009), 70% of cervical cancers are discovered at stage 3 or later, which raises
the death rate. In India, where cultural and ethical boundaries are closely maintained,

talking about sex and related subjects is still frowned upon. According to Shankar et al.
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(2017), female sexual dysfunction following cancer treatment is still an unresolved
problem. In the Indian subcontinent, sexual dysfunction is not routinely screened for or
treated, even though patients with it face challenges and distress. Researchers have not
paid much attention to the effects of cancer and its treatment on sexual health in the

Indian context, where people do not open up to discuss the sexual concerns.

Ghosh et al. (2020) conducted a community study in southern India that examines
women from tribal populations’ knowledge, attitudes, and screening practices regarding
cervical cancer and its diagnosis. By using a semi-structured questionnaire, the study
assessed participants' knowledge, attitudes, and screening practices for cervical cancer.
One possible explanation for the rising cancer incidence is a lack of knowledge. Research
revealed that although 83% of participants were aware of cervical cancer, only 51% of
women were aware that it could be prevented, and only 2.3% were aware that early
detection works. None of them had been screened for cervical cancer prior to this study.
The study shows statistical significance with respect to the knowledge scores and the
participants' age group, marital status, educational attainment, socioeconomic status, and
tribal community. The study's subjects have demonstrated a positive attitude toward
cancer screening and acceptance of cancer education. To learn more about the current
obstacles to cervical cancer screening among the tribal women in this area, more

qualitative research is advised.

In the Indian context, another study by Barthakur et al. (2017) concentrated on
qualitative data pertaining to problems associated with sexuality and body image in breast
cancer survivors. In body image, emerging themes were about impact of surgery,
clothing, hair loss, sexuality, identity (womanhood, motherhood and sense of
attractiveness), and uncomfortable situations. In contrast, concerns regarding age, the role

of spouses, and treatment-related sexual difficulties were discussed in relation to
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sexuality. The findings of the research point out the need to address the body image issues

and sexual concerns, as it negatively impacted the quality of life of cancer survivors.

A cross-sectional study was carried out by Reichheld, Mukherjee, and Rahman
(2020) to find out how much knowledge 175 women in an urban South Indian community
had about HPV vaccinations and cervical cancer screening. The study's main focus was
on women between the ages of 25 and 65 and the prevalence of cervical cancer screening
and awareness. Only 7.1% of respondents had received a cervical cancer screening, and
14.3% had had at least one pelvic exam in their lifetime. Screening was more common
among married women, non-Hindu women, and women from higher socioeconomic
classes than among single or unmarried women. 84.6% of women said they knew very
little about cervical cancer, 10.3% said they knew somewhat, and 5.1% said they knew a
lot about it. According to the study, a lack of awareness about cancer is one of the many
factors that may affect women's capacity and willingness to participate in cancer
screening. Preventive services such as screening are not prioritized for low-income
individuals who are asymptomatic and dealing with more serious day-to-day issues
(Aswathy, et al., 2012). Another obstacle that prevents women from taking advantage of
this preventative service is a lack of transportation, which can result in lengthy wait times
to see a healthcare provider and screening costs. Consequently, it is highly advised to
raise awareness through community-based education initiatives to increase the prevalence
of cervix cancer screening in this study. Another study, which focuses on the post-
cancerous stage of life, looks at the quality of life and sexual function in Indian women
who have survived long-term uterine cervix carcinoma (Shankar, 2014). The study sheds
light on the stages of sexual response and the possible interactions between the physical

and psychological strain of receiving a cancer diagnosis and treatment.
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Stressing the importance of evaluating various aspects of emotional, physical, and
other co-morbid conditions as well as drug history to ascertain the aetiology of female
sexual dysfunction, overall sexual health assessment is crucial. Further investigation is
required into sexual history, cultural concerns, and religious beliefs that may impact
sexual functioning following a cancer diagnosis. Emotional disorders like depression and
anxiety have been shown to decrease arousal, orgasm, and sexual desire (Krychman, et
al., 2006). Depending on the age of the children, cancer patients may experience
particular psychological problems like worry about spouses and children, fear of
recurrence, or both. Self-blame or the belief that past actions or transgressions contributed
to the cancer's development can add to the patient's burden and suffering (Klass,1990).
Additionally, cancer care and treatment may exacerbate relationship problems. For
instance, it could be difficult for a partner to cope with the stress of a loved one's illness
and to move past the psychological and physical changes the survivor has gone through.
The partner must be present for the sexual dysfunction screening and counselling.
Psychoeducation and open communication are encouraged, and referral to a suitable
therapist may be required, in accordance with the criteria for couples dealing with "sexual

distress" in cancer.

Previous research reported few segregated studies on psychological problems,
illness perception, body image issues and quality of life with respect to cancer, and
some studies viewed on the aspects of intimacy and sexuality in cancer; but no studies
seemed to have looked into the relational aspect and dynamics of these variables. There
is a specific need to study the affective, cognitive and conative component, along with
the social components to gain a deeper comprehension of the ways in which these
factors - which affect cancer patients' quality of life and sexual health - interact with

one another and with one another. The partner or spouse is an integral and
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indispensable person, sailing together with the patient in the journey of cancer, hence
the psychosocial aspects of partner should be studied with the same importance as that
of patient diagnosed with cancer. Because of the psychophysiological and emotional
aspects of cancer and cancer treatment, there is a special need for psychological,
behavioural, and rehabilitative issues in cancer care. The literature review indicates that
developing evidence-based interventions with a particular focus on improving the
psychological and sexual health of cancer patients and their partners is critically

needed.
Role of an Intervention

A psychological intervention is any therapeutic approach intended to help a
person better adapt to a particular circumstance and, in doing so, maximize one's own
resources with regard to autonomy (independence), self-knowledge (awareness), and self-

improvement (adaptation).

A metareview was carried out by Hodges et al., (2011) comprising narrative and
systematic reviews and a meta-analysis of interventions categorized as "psychological.” It
was found that the reviews of "psychological interventions™ in cancer care that have been
published to date have not provided conclusive answers to the questions of how treatment
is chosen, what kind of treatment is best, and by whom for a given patient with that
particular problem in a given situation. The suggested mechanism consists of an
interpersonal procedure intended to modify emotions, thoughts, attitudes, and behaviours
(e.g., change in belief). Through a comprehensive analysis of the term "psychological,”
one can distinguish the most efficacious forms of treatment and subsequently make more

persuasive arguments regarding them in the context of clinical practice.
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Role of Psychological Intervention (Meta review-Hodges, et al., 2011)

Mechanism

(Interpersonal process designed to
bring modification of
feelings,cognition and behaviour)

Content Methods of
delivery

(Components of
Intervention)

Target outcome

According to the review of research on the subject, four treatment domains -
content, suggested mechanism, delivery methods, and target outcome seem to help
classify psychological interventions. The term "content™ describes the specific elements
of an intervention, such as instruction, counselling, social support, or the methods used
(such as breathing exercises, relaxation, or skill development). The suggested mechanism
consists of a social process intended to alter thoughts, feelings, behaviours, and attitudes
(e.g., change in belief). The mechanism of action will be unknown for many
interventions, but it is known or at least strongly hypothesised for some (interventions to
reduce distress). Delivery techniques can include minimal contact with the therapist (e.qg.,
expressive writing) or an exchange with another person (e.g., connection with a therapist
in psychotherapy). Last but not least, the term "target outcome" describes the aspects of
which the intervention is intended to produce an improvement (e.g., to help people with

cancer).
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Another study analyses psychological, behavioural, and immune changes after a
psychological intervention (Andersen et al., 2004). The clinical trial observed 227 women
post breast cancer surgery, who were assessed for emotional distress, social adjustments
and health behaviours. and were given intervention, weekly one session for a four-month
duration. Strategies for stress reduction, mood enhancement, changing health-related
behaviours, and preserving adherence to cancer treatment and care were covered in the
session. Significant reductions in anxiety, enhancements in perceived social support, and
better eating habits were observed after an immune assay and re-evaluation. Along with
the improvements observed in the behavioural and psychological domains, the
intervention patients’ immune responses also improved. Following the psychological
intervention sessions, the study demonstrated a convergence of noteworthy effects on

cancer patients' biological, health-related behaviours, and psychological well-being.

A study conducted on endometrial cancer patients by Philip, et al (2012) focused
on interventions targeting on sexual and marital relationships, and found that sexual
functioning gets better with improvement in quality of life and couple-relationship, and is
negatively correlated with body image and fear of sex. Similarly, a nine weeks
psychosocial intervention for prostate cancer patients (CONNECT) focused on symptom
management, mainly sexual dysfunction, managing uncertainty, improving
communication and positive thinking. A Psycho-educational program (Fex-Can) for 12
weeks (Wiklander et al., 2019), comprises of modules addressing sexual dysfunction, and
fertility related distress, anxiety, depression, body image issues and improving Health-

related Quality of life in younger adult cancer patients.

The most extensively researched aspect of the cancer literature is social
relationships, which are found to improve quality of life (Manne & Badr, 2010). A

"significant other" is a spouse or romantic partner in these relationships. Couple-based
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interventions that improve partner and patient quality of life are crucial, according to a
meta-analysis and systematic review of psychosocial interventions for couples coping
with cancer (Badr & Krebs, 2013). Since cancer patients view their partners as the most
significant source of support, the patient-partner relationship is seen as critical. Every
element of a patient's and partner's quality of life may be impacted by a cancer diagnosis
and course of treatment. Partners learn to adapt and offer crucial and emotional support to
their partners during times of extreme stress as individuals try to manage their role shifts
and distress due to physical side effects and increased functional disability as a result of
cancer treatment. Depending on the challenges and problems that the couples are
currently facing, couple interventions can be implemented in various ways. For instance,
if a couple is unhappy, the treatment should concentrate on making the relationship better
or on providing the right interventions to get cancer patients and their partners ready for
the psychological and medical obstacles they will face. providing skill training to create a
supportive environment where the couples can freely discuss and address their concerns
together, as well as educating them on how to manage side effects related to cancer and
treatment. Couple-based interventions may also have a major impact on managing side
effects (like pain), coping, and caregiver burden, according to other published reviews in

the chronic illness and caregiving literatures (Martire et al., 2010; Northouse et al., 2010).

Although, there has been ongoing research about cancer and sexuality in the
western world, very few studies are reported in the Indian context. In India, sexual
functioning is looked as an art and science and a sacred act between consenting partners,
yet discussing sex is a taboo, and never ever discussed openly. Destigmatising the need
for communication among couples about sexual functioning and related concerns, and
overcome the psychological barriers and address the issues are essential. There is a

specific need to conduct Indian studies which are culturally sensitive and specific to the

S7



context, and subjected to an in-depth exploration to have a deeper understanding about
the psychosocial factors influencing sexual health among cancer patients, along with their

partner.

Rationale

Cancer treatments have the potential to harm sexuality, which is fundamental to
the human experience. Since patients diagnosed with cancer are the most at risk to
sexual concerns, with the known medical causes that are of physiological origin, there
is a need to emphasize underlying psychological and social factors, their interaction and
interdependence which in turn may largely influence the level of sexual health. While
some of the dimensions such as psychological problems, body image, relationship, and
quality of life have been studied separately, analysing the relationship between them
and their impact on sexual health among patients diagnosed with cancer along with
their partner is not done. In the present Indian context of a growing community of
younger patients and cancer survivors, this study is unique, analysing psychosocial
correlates of sexual health with an attempt to develop a suitable health psychology
intervention based on the findings of the research. Thus, with the detailing of research
advancements in the field of psycho-oncology pertaining to cancer and sexuality,
reviewing the existing body of literature and identifying the research gap pertaining to
sparsity of research reported on cancer and sexual health from a psychological
perspective in India, the following research objectives and hypothesis are formulated

for the present study.

Research Questions

The following are the research questions that the study attempts to answer.

1. Is there any relationship between psychological states, illness perception, body
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image, dimensions of the relationship, quality of life, and sexual functioning among the

patients diagnosed with cancer and their partners?

2.What is the effect of a developed psychosocial intervention package on psychological
states, illness perception, body image, dimensions of the relationship, sexual
functioning and quality of life among the patients diagnosed with cancer and their
partners?

Objectives

The following Objectives are formulated for the research.

1. To examine the psychological states, perceptions of illness, body image, relationship
dimensions, quality of life, and sexual functioning of the patients diagnosed with
cancer and their partners using standardized psychological instruments.

2. To study the relationship between psychological states. body image, Iliness
perception, dimension of relationship, quality of life and sexual functioning among the
patients diagnosed with cancer and their partners.

3. To develop a suitable psychosocial intervention as a package, based upon the
assessment of Phase 1 involving exploration of psychological states, illness perception,
body image, dimensions of the relationship, quality of life and sexual functioning
among the patients diagnosed with cancer and their partners.

4.To administer the developed intervention package along with the medical
intervention as a complementary approach on a small sample of patients diagnosed
with cancer and their partners.

5.To assess the post-intervention effect on psychological states, illness perception,
body image, dimensions of the relationship, quality of life, and sexual functioning on a

small sample of patients diagnosed with cancer and their partners.
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Hypotheses

The following Hypotheses are made for the study.

1. There would be difference in the levels of psychological states, illness perception,
body image, dimensions of the relationship, sexual functioning and quality of life
among patients diagnosed with cancer and their partners.

2.There would be a relationship between psychological states, illness perception, body
image, dimensions of the relationship, sexual functioning and quality of life among
patients diagnosed with cancer and their partners.

3.The developed psychosocial intervention package has a positive impact on
psychological states, illness perception, body image, dimensions of relationships,
sexual functioning and quality of life among patients diagnosed with cancer.

4. The developed psychosocial intervention package has a positive effect on
psychological states, illness perception, body image, dimensions of the relationship,

quality of life and sexual functioning among partners of patients diagnosed with cancer.
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CHAPTER- 111

METHOD

This chapter outlines the research methods, including the design and plan,
participant descriptions, measures (psychological instruments), and the steps to carry out
the study. The Institutional Ethics Committee (UH/IEC/2021/26) of the University of

Hyderabad approved all study procedures and measures.

Plan and Design

Research Design — Using a mixed-method approach, the study investigates the
psycho-social determinants of sexual health in individuals with cancer and their partners.
It utilizes a range of standardized measures to explore psychological distress, body image,
iliness perception, intimacy in relationship, quality of life, and sexual functioning among
patients diagnosed with cancer along with their partners. The study uses an experimental
research design to measure the effectiveness of developed intervention on cancer patients

and their partners.

The research was conducted in 3 phases:

Phase I: The Regional Cancer Centre, Government and Corporate Cancer
Hospitals with an out-patient as well as in-patient unit were approached, where all the
cancer treatments and follow ups are provided. The patients diagnosed with solid tumours
(carcinoma), and their partners were approached for their participation in the present
study. Both male and female (cancer patient and their partner), with in the age group of

18 years to 65 years are included in the study.

Survey method was used to assess a) psychological states, b) illness perception, c)

body image, d) dimensions of the relationship, e) quality of life, and f) sexual functioning
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of cancer patients. Assessment was also done with the partners of cancer patients to
understand their levels of a) psychological states, b) partner’s perception of illness
perception of patient, ¢) partner’s perception of body image perception of patient, d)

intimacy in relationship, e) quality of life, and f) sexual functioning.

Phase 11: An appropriate intervention was developed to enhance the psychological
states, perceptions of illness, body image, intimacy in relationships, quality of life, and
sexual functioning of cancer patients and their partners. This intervention was developed
based on the data collected during the first phase of the study. The developed
psychosocial intervention package was given once a week for six weeks to a sample of 20
cancer patients and their partners in the second phase of the study as a complementary
approach to the medical intervention.The intervention plan included psychoeducation
modules that aimed to correct the myths and misconceptions about cancer by providing
authentic information from medical professionals (oncologists), psycho-therapeutic
healing through Yoga Nidra (indigenous relaxation method), and couple training and

activities (for enhancing relationship).

Phase Il11- The third and last phase of the study focused on evaluating the
psychosocial intervention's efficacy on a limited subset of cancer patients and their
partners. The process started with a pre-assessment, followed by three sets of
interventions (Psychoeducation, Yoga Nidra, and Couple activities), carried out at a rate
of one session per week for six weeks, and concluded with a post-intervention
assessment. Experimental research design was used for the intervention study in the third
phase, with an experiment group and control group (both the groups inclusive of cancer

patients and partners).
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Participants

Patients diagnosed with solid tumours (carcinoma) were among the study
participants that included both male and female participants, with cases of breast cancer,
reproductive cancer, head and neck cancer, gastro-intestinal cancer, renal carcinoma and

sarcoma.

Sampling

Sampling procedure followed was non-random sampling, specifically
convenience sampling was done. The participants were selected from Government and
Corporate Cancer hospitals from Hyderabad, Telangana. Sample for the Phase | study
consisted of 115 couples (230 subjects), and Phase 3 included 20 couples in the
experimental group and 22 couples in the control group (a total of 84 subjects).

Inclusion criteria (Patient)

Patients, both male and female of 21 to 65 years age group who are
diagnosed with solid tumours (Carcinoma and Sarcoma), and between age group
21 to 65 years, married, or having a partner, and Cancer patients of stages 1, 2, 3
with ECOGPS up to Grade2 were included in the study.

Exclusion criteria (Patient)

Patients with advanced cancer, surgical complications, and metastasis were
excluded. Patients with Stage 4, ECOGPS beyond Grade 2, Leukaemia & Lymphoma
(cancer of blood), Myeloma (cancer of bone marrow), and Brain tumours are excluded.
The study did not include individuals with a history of any psychiatric illness such as

schizophrenia, paranoid disorder, or bipolar mood disorder.
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Inclusion criteria (Partner)

Spouse who is in relationship with the cancer patient, above 18 years of age.
Exclusion criteria (Partner)

Spouse or partner, who is diagnosed with major illness, and currently
undergoing medical procedures, above 70 years or known with a history of psychiatric
iliness are excluded from the study.

Informed consent

The patient diagnosed with cancer and their partner were asked for their consent
to participate in the study, and they received an informed consent form to obtain the
signatures. Participant information sheet with study purpose description and
information about potential discomfort risks, and their willingness to take part in the
study or to stop at any moment, confidentiality and rights of participants is explained to
them. After data collection, debriefing was done.

Table 1 presents the socio-demographic details of the participants of the study.
The data were collected from a total of 230 subjects, that included 115 patients who
were diagnosed with solid tumours (carcinoma) and their partners. The participants
were selected from the Government Hospitals in Hyderabad. During the study, 150
couples were approached, but some of the patients refused to participate in the study,
and in some cases, the spouse was not available in the hospital. The final sample
consisted of 115 patients diagnosed with cancer, and their partners.

The participants during the explorative phase of the study included 35% Head
& Neck Cancer, 26% Breast Cancer, 17% Reproductive Cancer, 9% each for
Gastrointestinal and Lung Cancer, 1% each for Renal Carcinoma, and Squamous Skin
Carcinoma, and 2% for Sarcoma. The age range of the patients was 20 to 65 years with

a mean age of 46 (SD=8.22). Among patients diagnosed with cancer, 51% were males,
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and 49% were females. Only married people were included in the study. Majority of
them are from lower or middle socio-economic status, and 87% have obtained
education below graduation level. Only 22% were employed, 17% were self-employed,
21% were employed but on leave and 40% were unemployed in the patient group.
Whereas, among the spouse group, 10% were on leave, and 20% were unemployed.
Among the patients, 28% reported to have a family history of cancer, and 53% reported
the use of tobacco, 12% had alcohol consumption, whereas, among the spouse group,

tobacco and alcohol consumption was reported to be 47% and 19% respectively.
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Table 1.1

Sociodemographic details of Cancer patients (n=115)

Patient characteristics

Education

Below 10™ grade

Above 10" grade & below graduation
Graduation,

Post- graduation

Occupational status

Employed

Self-employed,

Employed, but on medical leave
Un-employed

Socio-economic status
Lower SES

Medium SES

Upper SES

Marital status
Religion
Hindu

Muslim
Christian

Nativity

Hyderabad & Telangana
Andhra Pradesh
Karnataka

Maharashtra

Family History of Cancer
Yes
No

Lifestyle habits

Smoking, tobacco products
Alcohol

Others

None

Frequency

70
30
12
3

25
20
24
46

54
51
10

Married

75
36
4

78
23

10

32
83

61
14
10
30

Percent

61
26%
10%
3%

22%
17%
21%
40%

47%
44%
9%

100%

65%
31%
4%

68%
20%
3%
9%

28%
72%

53%
12%
9%

26%
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Table 1.2
Sociodemographic details of Spouses of Cancer patients (n=115)

Spouse Characteristics Frequency Percent
Gender

Male 56 49%
Female 59 51%
Education

Below 10" grade 50 43%
Above 10" grade & below graduation 32 28%
Graduation, 28 24%
Post- graduation 5 4%
Occupational status

Employed 50 43%
Self-employed, 34 30%
On medical leave 11 10%
Un-employed 20 17%
Lifestyle habits

Smoking & tobacco 54 47%
Alcohol 22 19%
Recreational drugs 4 4%
None 35 30%

Research Instruments

Along with the participant demographic form and the Eastern Cooperative
Oncology Group Performance Status (Oken, Creech, & Tormey, 1982), this study used
six standardised measures for psychological assessment. The psychological instruments
comprise the Four-dimensional Symptom Questionnaire (Terluin, et al., 2006), the
Iliness Perception Scale (Broadbent et al., 2006), and the Body Image Scale in Cancer
(Hopwood, Fletcher, Lee & Ghazal, 2001), the WHOQOL-BREF for quality-of-life
assessment (World Health Organization Quality of life group, 1998), the Personal
Assessment of Intimacy in Relationships Inventory (Schaefer & Olson, 1981), and the
Arizona Sexual Experience Scale (McGahuey et al., 2000). The instruments which

were applicable only to patients such as Brief illness perception and Body image scales
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were modified in order to capture the partner’s perception of how the patients feel
about their illness and body image respectively. These two comparable scales —
Perception of partner about patients’ illness perception (PPPIP) and Perception of
partner about patients’ body image perception (PPPBI) and standardized instruments
such as Four-dimensional symptom questionnaire, Personal assessment of intimacy,
Arizona sexual experience scale and WHOQOL-BREF were included for assessment of
the partner group. For better comprehension of the questionnaire items by the
participants, experts translated the instruments into the vernacular languages of Telugu.
To eliminate any potential ambiguity, the translated version was back-translated into

English and compared to the original.

The following part describes the research instruments. It includes description of
the psychometric properties, dimensions and scoring procedures of the instruments.
Socio-demographic data form

This form contains information about the socio-demographics of the patient and
their partner, and includes medical and treatment information, marital, education and
socio-economic status, as well as partners’ details, contact and other relevant
information for the study.

Eastern Cooperative Oncology Group Performance Status (ECOGPS)

The ECOGPS was developed in 1982 by Oken, Creech, and Tormey to
assess the performance status of cancer patients. ECOGPS is helpful in assessing the
functional status of cancer patients when it comes to a patient's level of activity, self-
care skills, and other aspects. The tool assists in determining the prognosis in various
malignant conditions by describing the patient's ambulatory status, functional status,
and need for care. The ECOGPS grade system goes from 0 to 5, with 0 denoting full

activity and the ability to perform pre-disease normal activities; 1 denoting some
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symptoms and difficulty performing strenuous activities but full ambulation, and
denoting less than 50% of bedtime. Grade 2 denotes less than 50% of time spent in bed
and the ability to take care of oneself; Grade 3 denotes more than 50% of time spent in
bed; Grade 4 denotes total disability and the need for care; and Grade 5 denotes death.

The Four-Dimensional Symptom Questionnaire(4DSQ)

The Four-Dimensional Symptom Questionnaire (4DSQ) measures the
psychological states of the participants. The 4DSQ is a self-report questionnaire
developed by Terluin, et al. (2006) that helps to differentiate non-specific general distress

from depression, anxiety and somatization.

Psychometric properties: According to Terluin et al. (2016), the 4-DSQ's criterion
validity was also established, and its Cronbach's alpha ranged from 0.84 to 0.92. The 50
items that make up the 4-DSQ represent four dimensions: somatization, depression,
anxiety, and distress. There are options for each item, including no, occasionally,
frequently, regularly, and constantly. Sixteen items (e.g., "Did you suffer from worry
during the week?") in the 4-DSQ measure the degree of distress. The six items in the
depression dimension are as follows: Did you feel meaningless over the past week?
Anxiety consists of twelve items (e.g., Do you experience a vague feeling of fear during
the first week?) 16 items make up the 4-DSQ Somatization dimension (e.g., Did you

experience light headedness or dizziness in the last week?).

Scoring: All of the item scores in each dimension were added together to determine
the final score. Responses "no™ receive a score of 0, "sometimes" receive a score of 1, and
"regularly,” "often,” and "very often" receive a score of 2. Separate scores for

somatization, depression, anxiety, and distress are provided by the 4-DSQ.
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When it comes to the distress dimension, a score of more than 10 is considered
"moderately elevated,” and a score of more than 20 is considered "strongly elevated."
About the depression dimension, a score exceeding two was deemed to be "moderately
elevated,” and a score exceeding five was deemed to be "strongly elevated.”
Regarding the anxiety dimension, a score of more than four was considered "moderately
elevated," and a score of more than ten was considered "strongly elevated.” Regarding the
somatization dimension, a score above ten was considered "moderately elevated,” and a

score greater than 20 was considered "strongly elevated.”

Brief- Illness Perception Scale
A nine-item measure called the Brief-IPQ is used to quickly evaluate how
people conceptualize and feel about illness.

Psychometrics Properties: The Brief-IPQ demonstrated strong test-retest
reliability, concurrent validity with pertinent ~measures, and discriminant
validity, reinforced by the scale's capacity to differentiate between various illnesses.
Brief-1PQ is a reliable and accurate tool to gauge how different illness groups perceive
their conditions. The scale is simple for patients to understand and complete, and
researchers and clinicians can quickly score and interpret the results together. Of the nine
questions in total, five evaluate the representation of cognitive illness. Consequence
(point 1). Timeline (item 2), Identity (item 5), Personal control (item 3), Treatment
control (item 4) and Concern (item 6); two of the items evaluate emotional
representations; one item evaluates the comprehensibility of the illness (item 7). One of
the items is an open-ended question designed to evaluate the causal representation; it asks

patients to identify the three main causes of their illnesses.

Scoring: Brief-IPQ has 8 items that are rated using a 0 to 10 response scale, and one

open-ended question, and the responses can be grouped into categories such as stress,
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hereditary lifestyle, etc. The scores are determined by adding the original scores for items
1, 2,5, 6, and 8 to the reversed scores for items 3, 4, and 7. An increased score indicates a

more serious evaluation of the ailment.

Body Image Scale

Based on the most commonly reported items by patients and healthcare
professionals, the Affective, Cognitive, and Behavioural model of body image
disturbances forms the basis of the Bl Scale. The Bl Scale comprises ten self-reported
items that inquire about an individual's appearance and any changes that may have arisen
from their cancer or treatment. The scale was created with the intention of being able to
be used with any group of cancer patients who might have issues with their bodies

(Hopwood, 2001).

Psychometric Properties: Cronbach’s alpha statistic for Bl Scale was found to be

0.93

Scoring: There are 4 choices for the responses: ‘0 score’ is given for ‘not at all’, ‘1
score’ for ‘a little’, ‘2 score’ for *quite a bit” and 3 score’ for ‘very much’. The total
items’ scores can be added to get a cumulative score, that indicates towards the body
image concerns of patient. The scores range from 0-30, where ‘0 score’ represents having
no symptoms/distress and a higher score represented increasing symptoms /distress and a

higher score indicates severe body image concerns.

Personal Assessment of Intimacy in Relationship

PAIR, an acronym for personal assessment of intimacy in relationships, was
developed by Schaefer & Olson (1981). It provides systematic information on five
different types of intimacy: emotional, social, sexual, intellectual, and recreational. A

convenient scale is added to record the socially desirable answers given by the
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participants; There are total 36 questions; six questions for each dimension and the

instrument uses a Likert scale to record the responses.

Scoring: One can assign a score of 1, 2, 3, 4, and 5 to each of the following answers:

strongly disagree, somewhat disagree, neutral, somewhat agree, and strongly agree.

Arizona Sexual Experience Scale

Five items on the ASEX measure five aspects of sexual functioning: arousal,
sex drive, ability to achieve orgasm, and satisfaction from orgasm. With translations
available in 43 languages, its psychometric properties are similar to those of the English

version, and it is simple to administer in clinical settings.

Psychometric properties: Strong test-retest reliability, outstanding internal consistency,
and scale reliability are all attributes of the ASEX Scale (Elnazer & Baldwin, 2020).
Scoring: Each question has a possible score ranging from 1 to 6, and the total possible
score can be between 5 and 30. The highest score denotes the highest level of sexual
dysfunction. According to McGaughey et al. (2000), a total item scoring a 19 or higher;
any item scoring a 5 or 6; or any three items scoring a 4 or higher are all considered

"sexual dysfunction” according to ASEX.

World Health Organisation Quality of life Scale ( WHOQOL-BREF)

The WHOQOL-100 assessment has a similar, and shorter 26-item variant
called WHOQOL-BREF. Physical, psychological, social, and environmental domains are
the four areas that are measured in this comprehensive, cross-culturally valid assessment
of quality of life. It can produce a profile of four domain scores from a comparatively

small set of 26 items.
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Psychometric properties: Using cross-sectional data from an adult survey conducted in 23
countries (n = 11830), psychometric properties were examined. The internal consistency
of the scale was found to have a Cronbach's alpha of greater than 0.7; internal
consistency, item total correlations, common discriminant validity, and construct validity
analyses all show that the instrument has excellent psychometric properties of validity

and reliability (Skevington, Lotfy & O'Connell, 2004).

Scoring: There are 26 questions, first question is about overall quality of life, and second
question-assess general health; there are 7 questions to assess physical aspects; 6
questions assess psychological aspects; 3 questions capture social aspects of life and eight
questions assess environment aspect in quality of life. There are 5 choices to respond to
each question and the scores range from 1 to 5, and reverse 3 negatively scored items in
order to transform negatively from questions to positively from question. The domain's
scores are added together and multiplied by four to produce scores that are exactly
comparable to those obtained from the WHOQOL-100. The manual provides a method
for converting raw to transformed scores. Total score is generating by adding scores in
each domain, along with scores for quality of life and general health. Higher score

indicates better quality of life of the respondent.

Procedure

Ethical clearance
&Permission

Pilot study Main study
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The following paragraph describes the procedure followed for the study.
After the proposal has been prepared, the Institutional Ethics Committee has been
obtained. The Institutional Ethics Committee, University of Hyderabad
(UH/IEC/2021/26), granted ethical clearance and permission for the research proposal.

(Appendix A).

Cancer Hospitals from Government sectors in Hyderabad were approached for
data collection, and permission for ethical clearance was obtained from the Regional
Cancer Hospital (Appendix A). The researcher made sure that all required permissions
were obtained prior to the start of the pilot study in order to use the scales for the
research. The measurement instrument Database for Social Sciences provided the public
with access to several of the scales used in the study, including the four-dimensional

symptom questionnaire, and WHOQOL-BREF.

Pilot Study

A pilot study involving 15 couples was conducted to validate the viability of
the suggested design and the accessibility of the participants. The primary study was

carried out following the fulfilment of the aforementioned requirements.

Main Study

Main study was conducted in three phases. Phase 1 (Exploration of psychosocial
factors), followed by Phase 2 (Development of intervention), and finally concluded with
Phase 3 (Testing of developed intervention). For the main study, data was collected from
115 couples (230 subjects) in Phase 1, and 42 couples in Phase 3 (a total of 84 subjects).
Thus, a total of 157 couples (314 subjects) including cancer patients and their partners

participated in the study.
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Recruitment Process

Upon clearance from the hospital's ethical committee and authority for data
collection, cancer patients and their partners who met the study's eligibility requirements
were contacted in hospital wards, rooms, and outpatient clinics. Following a brief
introduction, rapport was established and the patient and partner were given participation
information sheets. The goal of the research project, any discomfort related to the
investigation, safety measures, and other pertinent information were given.
Confidentiality of the data was ensured and any doubts that require clarification were
explained to them. After obtaining informed consent for participation in the study,
signatures or thumb impression was taken on the consent form (Appendix B) from each
participant, including the patient and the partner. Further, socio-demographic data form
was used to collect detailed information about patients diagnosed with cancer and their

partners.
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Flow chart of the study design is presented below:

-

Phase 1
Exploration of Data

= Initial Induction
N=150couples (300 subjects)
l* Final retention
N= 115 couples (230 subjects)
= Rapport Building & Informed
consent,
» Psychological assessment &
analysis

4 )

Phase 2

Development of
Psychological Intervention

(based on results of
Exploration Phase 1)

/

*Development of
Psychological Intervention
modules:

*Psycho-education

*Yoga Nidra

«Couple activity

-

N

Phase 3
Pre-Psychological

Post-Psychological-

Intervention assessment

~

Intervention assessment and

/

PHASE 1- EXPLORATION OF DATA

 Pre-Psychological Intervention
assessment and Post-
Psychological-Intervention
assessment on sample

*N=20 couple
Experimental group

*N=22 couple
Control group

During the exploratory phase of the study, more than 200 couples were

approached. However, only 162 couples have shown interest to participate in the

research. Out of 162 couples interviewed for the study, some of the patients had difficulty

to participate soon after the radiation treatment and post-surgery follow ups, and therefore

had to be excluded from participating in the research. Some patients had expressed

unavailability of their spouse for their participation in the research, and the data was

incomplete; six patient’s condition deteriorated and deaths were reported in the follow up

phase and therefore, these incomplete couple data had to be eliminated from the study.
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The final sample after data cleaning consisted of 115 couples (230 subjects) in the Phase
1 (exploration phase). Based on the results from the exploration phase 1 in the research,
an intervention was developed, and for the Phase 3 intervention testing, around 50
couples were approached. However, only 20 couples were retained in the intervention
group, and 22 couples in the control group (22 couples). Thus, a total of 42 couples (84
subjects) participated in the third phase of intervention testing in the research.
Administration of the measures

The patient was given their Eastern Cooperative Oncology Group Performance
status after the informed consent was signed and their demographic information was
documented. Patients who received scores of 0, 1, or 2 on the ECOGPS were then given
additional tests. Instructions were given to the participants, explaining questions in simple
terms and where necessary in the vernacular language (Telugu & Hindi), and using
translated forms in the vernacular languages to give responses to the measures. Four-
Dimensional Symptom Questionnaire (4DSQ), Personal Assessment of Intimacy in a
Relationship (PAIR), World health Organisation Quality of life scale (WHOQOL-BREF),
and Arizona Sexual Experience Scale (ASEX) were administered to both patient and
partner groups. On the other hand, Body image and Illness perception scale were
applicable to patients, and administered in the patient group only. Therefore, the modified
scales for the partner, which capture Perception of Partner about Patients’ Body Image
perception (PPPBI), and Perception of Partner about Patients’ IlIness Perception (PPPIP)
were administered in the partner group to have an understanding about partners’
perception about patient’s concerns, with respect to perceived body image and perceived
threat of illness. Thus, appropriate psychological instruments were provided and
responses were collected from cancer patients and their partners. Each measure took

between 10 -15 minutes, and therefore the interview was planned in short breaks.
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Following the completion of the study, the researcher conducted a debriefing and
answered any questions that the participants had while the measures were being
administered.
Anticipated ethical issues and mitigation

There are no potential risks anticipated as this study does not involve any
clinical procedure, and there is no administration of any medicine or clinical procedure by
the researcher that creates any problems for the participants. But sin case of any
psychological discomfort, the participants were asked to inform the researcher. If any of
the questions cause distress in any of the participants, they were allowed to halt the
session, and may choose to discontinue. The participants were assured that any emotional
distress will be attended and addressed by the trained investigator. The interaction with
the investigator could serve as a platform to vent feelings and provide psychosocial
comfort as the participants will share it confidentially with a professional.

During the exploration of data with quantitative measures, to get more detailed
information about the worries of a couple who received a cancer diagnosis, a semi-
structured interview was conducted during the Phase 1. Qualitative analysis was made,
using ‘open-ended’ questions aimed to explore their mental frame dealing with the
diagnosis of cancer, the psychological states, negative emotions, body image changes;
and further exploring how they experience the illness, phases of treatments, and its long-
term impact on body and mind. The couples were approached to narrate the changes in
their life, and whether it affected their togetherness, and intimacy in the relationship.
Also, they were asked whether they are comfortable to discuss their concerns, and to
describe how they like to spend their time together, and support one another. The couples
were approached following the PLISSIT Model for the assessment of sexual functioning

aspects. They were informed and consent being taken to discuss whether they are
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comfortable to resume normal sexual functioning as earlier in their matrimony, or would
they like to discuss any sexual concerns, or difficulties, and opt to seek medical, and

psychological intervention for the same

PHASE 2 -DEVELOPMENT OF INTERVENTION
Procedure
Based on results from Phase 1 data analysis, Phase 2 focused on development of

Psychology Intervention that comprises of Psychoeducation, Yoga Nidra and Couple
activity.
1.Psycho-education

First level intervention is psycho-education for educating patient with cancer and
their family to lead a good quality of life after cancer. Psychoeducation is a term used to
describe the process of educating and informing a patient and their family about the
nature of their illness. covering the cause, signs, course, effects, prognosis, course of
treatment, and available options (Barker, 2020).
Cancer Information scale for Couples dealing with Cancer (CIS-CC)

For the intervention study, first of all, a scale was developed to understand the
beliefs and awareness about cancer from cancer patients and their partners. Thus, myths
and misconceptions related to cancer were documented and quantified using this scale,
which is named as Cancer Information Scale for Couples dealing with Cancer (CISCC).
Oncologists, Psychologists, health care professionals have contributed for developing the
items in scale, which was later tested on cancer patients and partners to check its
feasibility and the response generation. Here ‘no’ response is given a score of ‘0’ marks,
whereas, ‘yes’ response to the question is scored as ‘1’ mark. Higher score indicates

higher myth or misconception among cancer patients and their partners. Thus, myths and
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misconceptions related with cancer and sexual health were quantified using the scale, and
psychoeducational modules were developed to address their concerns.

Thus, Psychoeducation intervention focused on delivering comprehensive cancer
care modules, and includes total 6 sessions which is paced each week for 30 minutes
duration. The psychoeducation modules include audio visuals, as well as print materials
in English and native languages describing self-care, management of pain in cancer,
cancer related fatigue, relaxation techniques to address emotional distress and disturbed
sleep, adherence to healthy diet and physical activity, and facilitating communication,
interaction and intimacy between cancer patients and partners. Oncologists have
contributed for developing psychoeducation modules with educational videos and
materials for the individuals taking part in this study. Psychoeducational modules such as
educational materials, booklets, and audio-visuals were used to make the session more
interactive between the health care professionals, patients & their family.

2. Yoga Nidra (Psycho-therapeutic intervention)

A set of procedures for guided meditation and visualization, known as
Yoga Nidra, is an age-old healing technique that causes the body and mind to relax. The
ancient method is done by adapting the Bihar School of Yoga, which follows a
methodical and scientific method of practicing Yoga Nidra. An article presenting
advantages and application of Yoga Nidra describes that in the preparatory phase of Yoga
Nidra, the practitioner assumes the “shavasana pose," which involves lying on the back
with both lower and upper limbs separated at a roughly 45-degree angle. The application
of the "nyasa technique” in Yoga Nidra facilitates the participant's experience of the body
as an energy magnetic field. This technique is characterized by the participant's
consciousness moving through various body parts. The individual also keeps an eye on

their breathing without obstructing their ability to inhale and exhale while concentrating
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on the vital energy known as "prana.” The distribution of prana, or life energy, throughout
the body is made possible by breathing. The most important method for training the mind
during Yoga Nidra is the "Sankalpa technique.” The word "Sankalpa,” which means
"intention™ or "determination,” helps form affirmations that are constructive and directs
one's whole being in a constructive path. As a result, Yoga Nidra can be used as a
therapeutic technique to treat stress and disorders associated with it that are brought on by
hardship and life's challenges.

Visual Analogue Scale (VAS)

The relaxation response brought about by the psychotherapeutic practice of Yoga
Nidra is measured using the visual analogue scale (VAS). The VAS scale is a 11point
rating scale with scores ranging from 0 to 1, here ‘0’ explains no relaxation, and ‘10’
explains maximum relaxation.

3) Couple activities

Couple Intervention for Cancer is conceptualised as ‘CARE Model’. It uses
CARE as an acronym and focuses on generating ‘C’- Communication and Compassion
among couples, ‘A’-Accepting and aiding each other, acknowledging the present situation
and making new affirmations in life, ‘R’- emphasises on rejuvenation in terms of
relaxing, and reviving the relationship, restoring balance and harmony; and ‘E’ stands for
emotional support, enhancing emotional health and empowering each other.

In order to develop couple activity schedule, couples were approached and
asked few open-ended questions to have a deeper understanding about their association,
and interaction on daily basis. The questions explored whether the couples spend
quality time with one another, or do they participate in daily activities, and do they

discuss and share their concerns, etc. This helped to plan couple activities with a
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personalised approach, so as to improve their interaction, and intimacy in the
relationship.
Feedback Form for measuring Couple activity (FF-CA)

The couple’s activity response sheets, observation record and feedback had to be
collected, and carefully studied, and qualitative analysis was focused here. In order to
interpret the findings in the last stage of the research, the current study employs a mixed
method approach that combines quantitative and qualitative analysis.

For the development of couple activity schedule in the intervention modules
(Phase 2), an in-depth exploration, and detailed interview was conducted with 20 couples
in the experiment group. To evaluate the apparent changes in life after being diagnosed
with cancer, the couples were asked if they were able to spend ‘quality time” in the sense
how often and how long they talk to each other on several matters such as family, health,
financial, etc, and how often do the ‘duo’ participate in an activity such as attending to
daily chores together, and how often they spent ‘good time’ together such as watching
television, leisurely sitting and spending together time. Also, explored what ‘challenges’
they faced in their present life. They were asked to narrate how active they are in their
personal and social life, and whether they ‘recollect’ the good time spent together in life,
and do they bring up ‘conversation’ and challenges about the present situation. Further,
they were encouraged to open up “difficult-communication’ and how comfortable they are
as a couple to discuss relationship issues, ‘sexual concerns’ (if any), and express their
fears, and uncertainty about future, etc. Based on the responses given by the couple, an
activity log was created that focused on improving the intimacy in the relationship, and

quality of life.
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Couple Activity Schedule
The sequence of activity evolved for the participants (couple dealing with cancer
diagnosis and treatments) as the third psychological intervention for the study is

demonstrated in the figure given below.

Sequence of Couple Activity for Psychological Intervention

Participating
in daily
activities

Being
Together

Recollecting
past memories

Suporting & Stress
Caring each Communication
other s

Supporting
one another

Beginning from simple tasks for participation, such as being together, and
participating in daily activities such as having a meal together, going to religious or
sacred places, or performing a ritual together; the activity progressed to spending ‘we-
time’ together, where couples were asked to recollect the past memories and share their
experiences. The couple activities were slowly directed to “‘stress communication’ where
the couples were encouraged to express their worries about the health condition. The
challenges after being diagnosed with cancer, and subsequent treatments thereafter were
also explored. The anxiety and apprehension related with body image and sexual
concerns were discussed, and finally how the couple would like to support each other to
resolve the difficulties, and be together in the journey with cancer was explored. The
activity log schedule was created and explained to the couples, and observation and

response sheets were collected every week.
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Table 2

Schedule for Psychological Intervention

S. No

1.

Type of Intervention

Psycho-education

Method

CISCC (Cancer information
scale for couples dealing with
cancer) included:

Handout prints/ Pamphlets
and soft copies of education
materials.

video clips that have already
been recorded, featuring
senior oncologists delivering
the necessary information.
and facts about sexual health

aspects in cancer care.

This helped to create
awareness about the
emotional, cognitive and
behavioral responses,
providing necessary
information to enhance
cancer patients' and their
partners' quality of life and
the quality of their couple
relationships.
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Session schedule and scale
used.

One session every
week for six weeks.

The effectiveness of
cognitive intervention
(psycho-educational

training) is measured
using the CISCC (pre-

and post) scale.



2.

3.

Relaxation

Couple Activity

Yoga Nidra technique: Six
psycho-therapeutic  sessions
of the practice of Yoga Nidra
are conducted after a
familiarization session. A
recorded version of Yoga
Nidra (English, Hindi &
Telugu versions by
professionals)

Subjects self-rated the degree
of deep relaxation induced by
practicing Yoga Nidra using a
Visual Analogue Scale (VAS)

with a range of 0 to 10.
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Subjects used a
Visual Analogue
Scale (VAS) with a
range of 0 to 10 to
rate the level of deep
relaxation they
experienced after
practicing Yoga
Nidra.

Scale-Visual
Analogue Scale
(VAS) is used to

measure  relaxation
responses  (pre-and
post)

Six weeks at the rate

of one session per

week
Scale- Couple
activity log along

with  feedback to
assess their progress.



Data Analysis

Phase 1

Using IBM SPSS (version 20.0), the data were analysed in the first phase of
research (for the exploration of the psychosocial factors) to compute descriptive statistics
(Frequency, Mean, and Standard Deviation) and inferential statistics (Paid t-test,
Pearson’s Product Moment Correlation, Hierarchical regression, and Cluster analysis
(Dendrogram). In the second phase of the study, a suitable health psychology intervention
was developed based on the analysis conducted in the exploratory phase and the
responses provided for a semi-structured interview that measures the concerns of a couple

dealing with cancer qualitatively.

Phase 3
To evaluate the efficacy of the developed intervention, which was concentrated in
the present, the third phase of the study employed an experimental research design with

an experimental a and control group.
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CHAPTER IV

RESULTS

A summary of the findings, including the description of results is provided in this
chapter. The prime objective of the research is to examine the psychosocial correlates of
sexual health in cancer patients and their partners and develop a health psychology
intervention (with an integrated approach) that aims to enhance the quality of life for
cancer patients and their partners by addressing their psychological and sexual health.
Three sections of the study's findings are covered. Phase 1 involves investigating psycho-
social aspects in cancer patients and their partners, including psychological states, body
image, perceptions of illness, relationships, quality of life, and sexual functioning. Based
on the analysis, the development of psychological intervention is discussed in Phase 2.
The impact of the psychological intervention package (along with the medical
intervention) is examined in Phase 3 by looking at the difference between pre and post-
psychological intervention assessment. This includes psychological intervention
assessment (Pre & Post-intervention assessment) of psychological states, body image,
iliness perception, relationship, quality of life and sexual functioning in couples dealing

with cancer.

Phase |

Data were gathered from 230 subjects in Phase 1 (Exploratory Phase of the
Research), comprising 115 patients and their partners who were diagnosed with solid
tumours (carcinomas). The participants were selected from Government Cancer Hospitals
in Hyderabad. During Phase | of the study, various aspects including psychological states,
body image, perceptions of illness, intimacy in relationships, quality of life, and sexual

functioning were investigated in cancer patients and their partners. Descriptive statistics,
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Paired t-test, Pearson’'s Correlation, Multiple Linear Regression, and Hierarchical Cluster
Analysis (Dendrogram) were employed. When necessary, graphs and tables were used to
display the results of the analysis of the obtained quantitative data using SPSS 21.0

version.

The descriptive statistics explain the socio-demographic profile (Table 1.1 & 1.2),
clinical descriptions (Table 3), performance status (Table 4) of the participants. Figure 1

demonstrates the different types of cancer patients included in the study.

Figure 1

Pie chart depicting types of Cancer in the Explorative phase

m Breast cancer

9% | 9%

m Reproductive cancer

m Head & Neck cancer
Lung cancer

m Gastro-intestinal cancer

m Sarcoma

m Cutaneous skin carcinoma

m Renal carcinoma

The figure 1 demonstrates the distribution of data comprising of 115 cancer patients and
their spouses (a total of 230 subjects) which includes 26% Breast Cancer cases (n=30),
17% Reproductive Cancer (n=20), 35% Head & Neck Cancer (n=40), 9% Lung Cancer
(n=10), 9% Gastro-Intestinal Cancer (n=10), 2% Sarcoma,(n=3), 1% Cutaneous

Squamous cell Carcinoma (n=1), and 1% Renal Carcinoma (n=1)..
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Table 3

Frequency and percentage of Stages of Cancer in Explorative Phase 1

Cancer Stage % (n)
Stage 1 10.43 (12)
Stage 2 71.30 (82)
Stage 3 18.26 (21)
Table 3 describes the frequency and percentage of patients grouped under stages I, 1l, &

I11. In stage | the frequency is observed as n = 12 in Stage I, n=82 in Stage I, and n=3 in

Stage 111 which contributes to 10.4%, 71.3% & 18.3% respectively.

Table 4

Frequency and percentage of Grades for Performance scale (ECOGPS) in Explorative
Phase 1 (n=115)

ECOGPS % (n)

Grade 0 -fully active and able to carry out pre-disease normal activities  8.69 (10)

Grade 1 indicates some symptoms and difficulty to carry out strenuous 75.65 (87)
activity, but are fully ambulatory

Grade 2 means spends less than 50% on bed and capable of self-care 15.65 (18)

Note. ECOGPS = Eastern Cooperative Oncology Group Performance Status

Cancer patients within ECOGPS Scale 2 are included for the study. Beyond Grade

2 are excluded, as they are mostly confined to bed and need assistance for daily activities.

The following section describes the results in the order of the objectives of the research.
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Measurements of Psychological states, Body Image, Iliness perception, Intimacy,
quality of life and Sexual functioning in patients diagnosed with cancer and their

partners

The first objective of the research is to examine the psychological states,
perceptions of illness, body image, relationship dimensions, quality of life, and sexual
functioning of cancer patients and their partners between the ages of 21 and 65 using

standardized psychological instruments.

A comparison was made to have a better understanding of these dimensions in the
couple, and an attempt was made to find out if there are any significant differences in the
level of psychological states, body image, illness perception, intimacy, quality of life, and
sexual functioning among cancer patients and their partners, and the results pertaining to
each of these parameters are described in the following section. Table 5 given below
depicts the mean value and standard deviation observed in the psycho-social dimensions
such as psychological states, body image, illness perception, dimensions of intimacy,
quality of life and sexual functioning among the patients and partner group. The
comparison of psycho-social dimensions among cancer patients and their partners are

demonstrated in the Figure 2.
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Table 5

Psycho-social dimensions among Cancer patients & partners in Explorative Phase 1
(n=230)

Psycho-social M SD CVv M SD CVv
Dimensions (Patient) (Partner)

Distress 20.35 5.39 26.48 16.23 5.34 32.90
Depression 5.34 2.76 51.68 3.93 1.83 46.56
Anxiety 7.99 3.47 43.42 4.54 2.49 54.84
Somatization 12.75 4,74 37.17 4.54 341 75.11
Body Image 11.17 6.08  54.43 9.49 473  49.84
Iliness Perception 58.20 3.10 5.32 54.45 4.86 8.92
Emotional Intimacy 15.55 2.60 16.72 14.03 3.17 22.59
Social Intimacy 10.83 4.27 39.42 10.69 411 38.44
Sexual Intimacy 13.62 12.25  90.07 341 2.79 81.81
Intellectual Intimacy 10.62 10.14  95.48 3.47 2.75 79.24
Recreational Intimacy 10.48 3.81 36.35 5.39 1.82 33.76
Convenience Scale 16.07 15.77  98.13 2.95 2.69 91.18
Quiality of Life 68.35 11.57 16.92 75.23 9.62 12.78
Sexual Functioning 12.35 235 1.90 10.35 219 2.11

Note. M = Mean; SD = Standard Deviation; CV = Coefficient of Variation

Coefficient of variation is a measure of dispersion that is used to gauze the extent
of variability of data. It measures the variability in the data set. If it is more than 33%, it is
heterogeneous, which explains that there are different causes contributing to it. After
normalisation of data, and converting mean value into percentage, the figure below

presents the comparison of values among cancer patients, and their partners.
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Figure 2

Comparison of Mean of Cancer patient & partner/ spouse dimensions (Psychological
states, Body image perception, Iliness perception, Levels of Intimacy, Quality of life &

Sexual functioning)
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In the figure 2 The bar graph demonstrates the comparison of the mean value between
cancer patients and their partners. The dimensions compared here include psychological
states such as distress, depression, anxiety, and somatisation; body image; illness
perception; intimacy in a relationship such as emotional, social, sexual, intellectual, and

recreational; quality of life and sexual functioning/experience.
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Psychological states

The levels of psychological states, and their four dimensions-distress, depression,
anxiety and somatisation in the cancer patient group, and partners group is shown in

Table 4 given below.
TABLE 6

Comparison of Psychological Parameters-distress, depression, anxiety, somatisation for
ascertaining the requirement of psychological interventions (n=230)

Psychological M SD M SD
states (Patient) (Patient) (Partner) (Partner)
Distress 20.35 5.39 16.23 5.34
Depression 5.34 2.76 3.93 1.84
Anxiety 7.99 3.47 4.54 2.49
Somatisation 12.75 4,74 4.54 3.41

Note. M = Mean; SD = Standard Deviation.

It is observed from the results that the mean score of distress among the cancer
patient group was M=20.35 (Distress >20 strongly elevated), (SD=5.39) when compared
to spouse distress scores was found to be M=16.23 (>10 moderately elevated),
(SD=5.34). The mean scores of depression in Cancer patients is found to be M=5.34, (>5
strongly elevated), (SD=2.76), when compared to the spouse group with a mean score
3.93 (>2 moderately elevated), (SD=1.84). There is a moderate elevation (anxiety
score>8) in anxiety levels in cancer patients with mean score M=7.99, (SD=3.47),
whereas, the anxiety scores are within the normal range (scores 0-7) in the partner group
with a mean score M=4.54, (SD=2-49). Likewise, there is a moderate elevation
(scores>10) in the somatisation among the patient group with a mean score M=12.75
(SD=4.74), whereas in the partner group, somatisation scores are found to be within the

normal range (within 0-10), with a mean score M=4.54, (SD=3.41).
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Figure 3.

Comparison of psychological states- distress, depression, anxiety & somatisation in the
Cancer patient & partner group
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Figure 3 demonstrates the comparison of Psychological States between the patient and partner
groups. Cancer patient groups present a higher level of distress, depression, anxiety and

somatisation when compared to the spouse group.

Body Image Perception

An attempt was made to study Body Image Perception in patients and partners.
The Body Image scale- specific to cancer was used to study the perception of body image

(PBI) among cancer patients, and the scale was modified to examine the perception of the
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partner about the patient’s perception of body image (PPPPBI). The total Mean score
among the patient group was 11.17, and among the partner group is 9.48. The mean

values of each item among the patient and partner groups are shown in Table 7.

It is observed that there is a similarity in the responses of the patient and partner,
and the mean scores obtained among the patient group (M=11.17, SD=6.08), and partner
group (M=9.48, SD=9.48) with respect to body image perception are similar. The cancer
patient group reported that they find their body less whole (item 8), the mean value is
found to be higher (M=1.76) when compared to their partners (M=1.3). The result show
that the patient group had expressed higher dissatisfaction with the body (item 9) with a
mean value (M=1.31), when compared to the partner group (M=0.91). An independent t-
test shows statistical significance in the mean differences in the items pertaining to
physical aspects of body image. The cancer patient group reported that they find their
body less attractive (item 2) p>.001, dissatisfaction about their appearance (item 3),
p>.01, finding their body less whole (item 8) p>.000, and expressed higher dissatisfaction

with the body (item 9) p>.000.
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Table 7

Summary of independent t-test to compare the perception of body image in Cancer patients,

and the perception of partner with respect to body image perception of patient

Dimensions of body image M M t Sig.
(Patient) (Partner)
Self-conscious 1.64 14 1.838 0.067
less attractive physically 1.56 1.23 3.242 0.001**
dissatisfaction about appearance 0.65 0.37 2.566 0.011*
feeling less feminine/ masculine 0.57 0.63 -0.697 0.486
difficulty to look undressed 0.54 0.55 -0.127 0.699
less sexually attractive 1.01 0.9 1.097 0.274
avoiding people 1.13 1.09 0.226 0.821
body less whole 1.76 1.3 4.359 0.000***
dissatisfied with body 1.31 0.91 3.617 0.000***
dissatisfied with scar marks 1 1.1 -0.912 0.363
Total score 11.17 9.48

Note. M=Mean values t=t-test *= p<.05, **=p<.01, ***= p<.001.
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Figure 4

Comparison of Perception of Body Image comparison between the Cancer patient & partner
group
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Figure 4 demonstrates the comparison drawn with respect to perception of body image (PBI) reported

by cancer patients, and the perception of partners about patient’s perception of body image (PPPBI).
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Iliness Perception

Brief — Illness Perception Questionnaire captures a detailed information about the
cause, consequence, timeline, personal control, treatment control, identity, coherence and
emotional representation of illness and the instrument was modified to record the perception
of a partner about the patient’s perception of their illness. A cumulative score (8 items)

measures the illness perception, and a higher score reflects a more threatening view of illness.

The findings show that cancer patients believe their condition to be more serious. It is
discovered that the overall score of illness perception is higher among patients with a mean
score M=58.20, (SD=3.10), when compared to partners who had a mean score of M=54.45,

(SD=4.86).

Though there are similarities in the responses given by the patient and partner in most
of the dimensions such as consequence of illness, timeline, identity, illness concern and
emotional patients representation, derived from the Items 1,2,5,6, and 8 respectively, there
are some differences in the responses (with respect to items 3,4, and 7) that describes about
personal control, treatment control and coherence respectively. The patient had reported low
personal control (M=2.62), when compared to partner (M=5.63); and high treatment control
(M=6.8) when compared to partner (M=2.94). There is a difference in the mean value for
coherence which describes their mental association with the illness. The mean score of

Cancer patients is found to be low (M=1.2), when compared to their partner score (M=4.3).

Table 8 and Figure 4 illustrates the Patient’s Iliness Perception (PIP), and the Perception of

Partner about the Patient’s llIness Perception (PPPIP).
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Table 8

Summary of independent t-test comparing the perception of Iliness perception in Cancer
patients, and perception of partner with respect to Iliness perception of patient

Dimensions of illness M M t Sig.
perception (Patient) (Partner)

Consequence 9.03 8.65 2.610 0.010**
Timeline 7.68 7.14 3.547 0.000***
Personal control 4.23 5.63 -7.203 0.000***
Treatment control 8.13 2.94 6.302 0.000***
Identity 8.09 8.03 3.809 0.000***
Iliness concern 8.85 9.03 -1.292 0.198
Coherence 5.38 4.3 5.094 0.000***
Emotional representation 8.60 8.73 -0.903 0.368
Total score 58.20 54.45

Note. M=Mean values t=t-test, *= p<.05, **=p<.01, ***= p<.001.

The total score, which is derived from adding up the scores of all items, indicates how
serious or benign the illness is thought to be. A higher score indicates a more serious
assessment of illness. Here, results shows that both the patient and partner group perceive the
iliness as threatening, and their scores are similar except that item 4 (treatment control) which
explains how individual perceives their illness can be controlled with treatment, patients
score higher (M=8.13) when compared to partners (M=2.94). Whereas, Item 3 which
explains personal control of illness, the partner perceives a higher score (M=5.63) when
compared to cancer patients (M=4.23). The coherence (association with the illness)
quantitatively measured by Item 7; patients score higher (M=5.38) when compared to
partners (M=4.3). Although all the mean values are higher in patients, when compared to
patients, the personal control is found significantly higher among partners, and treatment

control is significantly higher in cancer patients. Thus, when partners think that there are
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better chances of personal control for cancer illness, the patients are of the perception that
there are higher chances of treatment control. Further, independent t test analysis explains the
magnitude of differences between the patient and partner with respect to illness perception.
Though there are similarities in the responses given by the patient and partner, there are
statistically significant mean differences (in items 1,23,4, 5 and 7) that describe
consequence, timeline, personal control, treatment control, identity and coherence

respectively, with p>0.000.

Figure 5 is the diagrammatic representation of Patients’ Illness Perception (PIP), and

partners’ perception about patient/s illness perception (PPPIP).

Figure 5

Comparison of dimensions of Iliness perception between the Cancer Patient & Partner group
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Figure 6

Comparison of illness perception total score between cancer patient and partner
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The group of cancer patients has a higher illness perception total score (M=58.20) when

compared to the Partner / spouse group (M=54.45)

There is a categorical question, causal item 9 that reports the most important factor
that is believed to be the cause for illness by the respondent. Among the patient group, 33%
(n=38) believed stress to be the cause for cancer, whereas, 20% (n=23) believed tobacco and
other substance use may be the reason for cancer. Whereas, 17% (n= 20) reported improper
diet as the cause for illness. Only 14% (n=16) have reported about having a family history of
cancer. Around 12% (n= 14) patients were unable to answer, and responded as not known,
remaining, 4% (n=4) patients or their partner said it is their destiny to get such a deadly

disease.
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The causal item is diagrammatically represented in the pie chart (Figure 7) given below.

Figure 7

Pie chart depicting Causal Item for Illness

CAUSALITEM

M STRESS B TOBACCO & SU ™ IMPROPER DIET

FAMILY HISTORY B NOT KNOWN M DESTINY

Figure 7 explains the causal item 9 that reports the most important factor that is believed to

be the cause for illness by the respondent,

Intimacy in a Relationship

The intimacy shared by the couple is displayed in Table 9, and Figure 8 illustrates the
differences in the levels of intimacy in dimensions, such as emotional, social, sexual,
intellectual, recreational. A convenient scale is added as a dimension, which describes
socially desirable answers given by the couples. The results explain there are similarities in
the levels of intimacy such as social, intellectual, emotional and sexual intimacy, whereas,
there is a difference in the levels of recreational intimacy observed between the cancer patient

with a mean score of M=10.48 (SD=5.39) and partner with mean score of M=3.8 (SD=1.81).
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Table 9

Mean value and standard deviation of dimensions of intimacy in patients diagnosed with
cancer and their partners

M M

Dimensions of intimacy (Patient) SD (Partner) SD
Emotional Intimacy 15.55 2.60 14.03 3.17
Social Intimacy 10.83 4.27 10.69 4.10
Sexual Intimacy 13.62 341 12.25 579
Intellectual Intimacy 10.62 3.47 10.14 2.76
Recreational Intimacy 10.48 5.39 3.81 1.81
Convenience scale 16.07 2.95 15.76 2.69

Note. M= Mean values; SD= Standard Deviations

Figure 8

Comparison of levels of Intimacy between the Patient & Partner group

Intimacy in a Relationship

Convenence scale
Recreational Intimacy

Intellectual Intimacy

Sexcal Intimecy - e

Social Intimacy

Emotional Intimacy

mPartner mPatient

103



Quiality of Life

The four domains of quality of life are measured by the World Health Organization
Quality of Life-BREF scale (WHOQOL-BREF): physical health, psychological, social
relationships, and environment. A higher cumulative score denotes a higher quality of life. It
is produced by adding scores for general health and overall quality of life, as well as scores
from the four domains. The patient's overall Quality of Life score was found to be low in this
study, with a mean score of 68.35 (S. D=11.56), when compared to the partner group with a

mean score of 75.23 (S. D=9.61).

Table 10

Mean values of the dimensions of quality of life in patients with cancer and their partners

Dimensions of QoL M M
(Patient) (Partner)

Quiality of life 2.90 2.83
General health 2.80 3.5

Physical health 10.66 21.3
Psychological health 10.52 19.1
Social relationships 12.71 7.91
Environment 10.73 20.6
Total score 68.35 75.23

Note. M= Mean values; QoL= Quality of life

The result demonstrates clearly that partners have scored higher in majority of the dimensions
with respect to items describing quality of life (overall quality of life, general health,
physical, psychological and environment), but the cancer patients (M=12.71) have scored

higher in social relationship when compared to partners (M=7.91).
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Figure 9 illustrates the diagrammatic representation of the differences in the quality of life

between the patient and partner.
Figure 9

Comparison of dimensions of Quality of life between the Cancer patient & partner group.
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Sexual Functioning

Arizona sexual experience scale (ASEX) measures five phases of sexual response
cycle: Drive, Arousal, Penile Erection in males/ VVaginal Lubrication in Females, Orgasm and
Orgasm satisfaction. Total score is calculated by summing scores in each phase of the sexual
cycle, and a higher score indicates severe sexual dysfunction. The instrument indicates to

mark in the box if there is no sexual activity in past week, and not to attempt questions 4, and

5 that measures orgasm and orgasm satisfaction

Table 11

Mean scores of dimensions of sexual functioning in cancer patient and partners

Dimensions of Sexual M M
functioning (Patient) (Partner)
Drive 4 3.28
Arousal 3.38 3.26
Penis Erection (Male) 3.68 3.05
Vaginal Lubrication (Female) 4.15 3.25
Orgasm 3.67 3.17
Orgasm satisfaction 3.33 3.15
Total score 12.35 10.35

Note. M= Mean values

The results show that the majority of the patients have reported sexual concerns, and
expressed not being sexually intimate with each other. The patient score of sexual
(dys)function is higher with a total mean score of 12.35, (SD=2.52) when compared to

partner group having mean score of 10.35, (S.D =2.35).
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Figure 10

Comparison of dimensions of Sexual functioning between the Cancer patient & partner
group.
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Figure 10 illustrates the results and comparison of the sexual functioning scores obtained by

the patient and the partner.
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Objective 2

The second objective is to study the relationship between the psychological states,
body image perception, illness perception, intimacy in a relationship, quality of life and

sexual functioning among cancer patients and their partners.

The correlation matrix is generated using Pearson’s correlation method which is
shown in table 12. The following section presents 3 segments with detailed description of the
correlation among variables in the group of cancer patients, correlation in the group of
spouses/ partners of cancer patients, followed by correlation between variables in cancer
patients and spouse groups. There is a significant correlation established between the
variables in patient group, partner group, as well as between the patient and partner variables

(Table 12.1.12.2.12.3).
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Table 12.1

The Correlation between the dimensions of study variables among the Patients diagnosed with Cancer
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Table 12.2
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Table 12.3

Correlation of the dimensions of study variables between Patients diagnosed with Cancer and their Partners
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(A) Correlation among variables in the group of patients diagnosed with cancer

Among the patient group, there is a significant positive correlation found between
ECOGPS with distress (r = .25, p < .01), somatization (r = .36, p < .01), and sexual
functioning  (r = .20, p <.001). There exists a significant negative correlation between
ECOGPS and social intimacy, (r=-.193, p < .01), sexual intimacy (r=- .223, p < .01) and
recreational intimacy (r= -.351, p < .01). This explains that as the values in performance
scale increase (which indicates poor functionality), there is a decline in the scores of

social, sexual and recreational intimacy in a step ladder manner.

There is a significant negative correlation between ECOGPS and quality of life
among the patient group (r=-.515. p <.001. There is a strong positive correlation between
psychological states such as distress, depression, anxiety and somatization. There is a
positive correlation between psychological states and body image; the highest correlation
is seen between anxiety and body image (r=. 401, p < .001) followed by depression and
body image (r=.312, p <.001) and distress and body image (r=.301, p <.001). There is a
correlation found between somatization and body image (r=.192, p < .01) in the patient

group, p is significant at 0.05 level.

There is a significant negative correlation found between psychological states of
cancer patients and their quality of life. The highest correlation is found between
depression and patient quality of life (r=-.475, p < .001), followed by anxiety (r=-0.433, p
<.001), distress (r=-.415. p <.001), and somatization (r=-.360, p <.001) among the patient
group. This explains that higher the score of psychological states such as depression,
anxiety, distress and somatization, lower is the quality of life among the patients

diagnosed with cancer.
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There is a positive correlation found between the psychological state distress and
illness perception (r=0.235, p < .01), which rationalises higher the patient perceives their

illness as threatening, higher will be their distress levels.

Among the dimensions of relationship, there is a significant positive correlation
established between patient distress and social intimacy (r=. 243, p < .01), followed by
recreational intimacy (r=.208, p <.001) and emotional intimacy (r=0.197, p <.01). Distress
increases intimacy in the patients diagnosed with cancer, however, there is no significant
relationship seen between psychological states and sexual intimacy.There is a correlation
between distress and sexual experience (r=.229, p <.01), p significant at 0.05 level. Here,
Arizona sexual experience score indicates sexual dysfunction. This explains higher the

level of distress among the patients, higher will be the sexual dysfunction.

There is a positive correlation found between body image and intimacy of cancer
patients, highest correlation seen with recreational intimacy (r=.243, p < .001), followed
by intellectual intimacy (r=.205, p <.01) and social intimacy (r=.197, p <.01). There is no
significant correlation found between body image with emotional or sexual intimacy.
Likewise, there is a positive correlation seen between illness perception of patients with
recreational intimacy (r=0.221, p < .01) . Also, there exists a significant correlation
between illness perception and convenience scale (r=.249, p < .01), which measures

socially desirable responses to the questionnaire.

Emotional intimacy of patients shows a positive correlation with quality of life
(r=.211, p<.01) which explains better the emotional intimacy, better will be the quality of
life among patients diagnosed with cancer. There is a significant negative correlation
between sexual intimacy and total score of sexual experience (r=-.286, p < .001). High
score of sexual experience indicates high sexual dysfunction. This explains that as sexual
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intimacy decreases among cancer patients, the sexual dysfunction increases and vice

versa.

(B). Correlation among the variables in Partners / Spouses of Cancer patients

There is a significant positive correlation between ECOGPS (Performance scale)
and somatization in the spouse group (r=.307, p <.001). This explains that as the ECOGPS
scores increase (which indicates low functionality), somatisation increases in the

partner/spouse group and vice versa.

There exists a significant positive correlation between distress and body image
(r=.244, p <.001), which explains that higher would be the distress levels in the partner,
when the partner perceives body image perception of the patient as more threatening. A
significant positive correlation is found between psychological states and illness
perception, the highest correlation seen between depression and illness perception
(r=.389, p < .001), followed by distress (r=.297, p < .001) and anxiety (r=.227, p < .01).
Thus, higher the levels of depression, distress or anxiety in the partner/spouse, the partner
perceives illness perception of the patient as more threatening would also be higher, and

vice versa.

There is a significant positive correlation between psychological states and
intimacy among spouses/partners of cancer patients. Distress shows significant
correlation with recreational intimacy (r=.745, p <.001) and intellectual intimacy (r=.207,
p < .001)**.There is positive correlation seen between depression and recreational
intimacy (r=.495, p < .001), anxiety and recreational intimacy (r=.515, p < .001),

somatization and recreational intimacy (r=.597, p <.001).
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There is a negative correlation seen between psychological states and quality of
life in the spouse /partner group. Depression shows highest correlation (r=-.359)**,
followed by anxiety (r=-.298, p < .001). This explains that when anxiety and depression
states are higher among the partners of cancer patients, there is a decline in their quality
of life. The quality of life significantly improves when the anxiety and depression levels

are low.

There exists a positive correlation between body image of partner (perception of
partner about how patient feels about their body image) with distress levels of spouse
(r=.244, p <.001), illness perception (r=.194, p < .01), and quality of life (r=.438, p <.001).
All the dimensions of relationship/ intimacy are positively correlated with body image
perception of partner, the highest correlation is found between body image and social
intimacy (r=.602, p <.001), followed by convenience scale (r=.487, p <.001), and sexual

intimacy (r=.486, p <.001).

IlIness perception of partner is positively correlated with psychological states such
as anxiety (r=.227, p < .01), distress (r=.297, p <.001) and depression (r=.389, p < .001).
This explains that higher the psychological states in the partner, higher would be the
partners perception about the illness perception. There is a positive correlation between
iliness perception and body image perception among the partner group (r=.194, p < .01).
And as the illness perception of a partner increases, the body image perception also
increases, and vice versa. This explains that the more the partner perceives the illness
perception of the patient as threatening, the partners would perceive higher body image

issues of patients.
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There is a significant negative correlation between illness perception of partner
and quality of life (r=-.230, p < .01), which explains that higher the partner perceives

illness as threatening by the patient, lower would be the quality of life and vice versa.

There is a significant positive correlation between all the dimensions of
relationship such as emotional (r=.226, p <.01), intellectual (r=.444, p <.001), social
(r=.532, p <.001), and sexual intimacy (r=.545, p <.001) with the quality of life among the
aapartner group. The conventional scale that measures socially desirable responses for the

intimacy questionnaire is also found to be significantly high (r=.568, p <.001).

There exists a significant negative correlation between quality of life and
psychological states such as depression (r=-.359, p <.001) and anxiety (r=-.286, p <.001).
This explains as the distress and anxiety levels increase in the partner group, the quality

of life decreases and vice versa.

Iliness perception of partner is negatively correlated with quality of life (r=-.230, p
< .01), which explains that when the partner perceives the illness as threatening by the
patient, the quality of life is negatively affected. There is a positive correlation found

between body image perception and quality of life (r=.438, p <.001) among partners.

Quality of life is positively correlated with all the dimensions of intimacy among
the partners such as emotional intimacy (r=.226, p <.01), intellectual intimacy (r=.444,) p
< .001, social intimacy (r=.532, p < .001), sexual intimacy (r=.545, p < .001) and
conventional scale (r=.568, p < .001). As intimacy improves, the quality of life also

improves significantly.

There is a positive relationship between body image perception and sexual

functioning among the partner (r=.201, p <.01). Higher the body image perception of the
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partner, higher would be the total scores of sexual functioning (indicates higher sexual
dysfunction). This explains that as a partner perceives higher body image issues of a

patient, the sexual dysfunction among partners will also be on the higher side.

(C) Correlation among the variables in Cancer patients and Partners

ECOGPS of patient shows positive correlation with illness perception of partner
(r=0.226, p < .01). This indicates that when there is an increase in value of performance
scale which in turn indicates poor functionality, the partner perceives that patient illness
perception of disease is more threatening. Whereas, there exists a negative correlation
between patient ECOGPS with sexual intimacy of partner (r=-.192, p < .01) as well as
quality of life of partner (r=-.220, p <.01). This indicates that when the performance score
of a patient increase, which indicates poor functionality, the sexual intimacy and quality

of life of the spouse decreases and vice versa.

There is a significant correlation between psychological states of patient and
partner (spouse). Highest correlation is found between depression of patient and partner
(r=.336, p < .001), followed by distress of patient and depression of partner (r=.332, p <
.001) , anxiety of patient and depression levels of spouse (r=. 261, p < .001), distress of
patient and distress of partner (r=.247, p < .001), depression of patient and distress of
partner (r=.233, p <.01). The positive relationship between psychological states of patient
and partner explains that with an increase in distress, depression and anxiety levels in

patients, there is relative increase in the partners’ distress and depression levels.

There is a significant positive correlation between psychological distress of patient
and body image perception of partner (r=.366, p < .001) which explains that when the
psychological distress of patient is high, the partner perceives body image perception of

patient as high. Likewise, positive correlation exists between psychological distress of
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patient and illness perception of partner (r=.361, p <.001). It indicates that when the levels
of psychological distress of the patient is high, the perception of partner about the patient

ilness perception of as threatening is also higher.

There is a significant positive correlation between depression score of patients
with body image perception of partner (r=.233, p <.01), and illness perception of partner
(r=.235, p < .01). This indicates that as the level of depression increases in patient, the
perception of partner about body image perception and illness perception of patient is
higher and vice versa. Patient anxiety levels are also positively correlated with spouse
perception of body image of patient (r=. 247, p < .001) and spouse perception of illness
perception in patient (r=.311, p <.001). Also, Patient somatisation is positively correlated
with spouse perception of body image of patient (r=.204, p <.001) and spouse perception
of illness perception of patient (r=.241, p <.001). This explains that higher the anxiety and
somatisation values of patient, the partner’s perception of body image and illness

perception of patient would be higher.

There exists a significant positive correlation between psychological states of
patient and relationship dimensions of the partner. This explains that with an increase in
levels of psychological states (indicating psychological problems) in patient, the
relationship intimacy of spouse increases. The highest correlation is seen between distress
levels in patients and partners’ social intimacy (r=.394, p <.001), followed by convenience
scale (r=.362, p<.001), sexual intimacy (r=.316, p <.001), intellectual intimacy (r=.256, p <
.001) and recreational intimacy (r=.246, p <.001).Similarly, there is a positive correlation
between depression of patient with partners’ social intimacy (r=.247, p < .001) and
recreational intimacy (r=.237, p < .001). Likewise, somatisation in patient is positively

correlated with intellectual intimacy (r=.252, p <.001) and convenience scale (r=.210, p <
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.01) of partner. Convenient scale measures socially desirable answers in the personal

assessment of intimacy in relationship scale.

There is a significant positive correlation between body image of patient and
partners’ perception of body image (r=.478, p < .001), which indicates that when the
patient reports high body image issues, the partner(spouse) also perceives higher body
image perception of the patient. Similarly, the patient body image is also positively
correlated with illness perception of spouse (r=.189, p < .01) which explains that when
patients report high (severe) body image issues, the perception of the partner about

patients’ illness perception as more threatening is also high and vice versa.

There is a significant positive correlation between body image of patient and
intimacy of partner such as social intimacy (r=.220, p <.01), sexual intimacy (r=.249, p <
.001) and conventional scale scores highest value (r=.307, p <.001). Likewise, there’s a
positive correlation between body image of patient and quality of life of partners (r=.201,

p<.01).

There is a positive correlation between illness perception of patient and
psychological states of partner such as distress (r=.242, p <.001) and depression (r=.196, p
<.01) which indicates that when the patient perceives illness as more threatening, there is

an increase in the levels of distress and depression in the partner group.

The quality of life of patient is negatively correlated with depression levels of
partner (r=-.359, p <.001). This explains that when the quality of life of a patient decrease,
the partners’ depression levels increase and vice versa. Likewise, patient quality of life is
negatively correlated with illness perception of spouse (r=-.304, p <.001), which explains
that the quality of life of patient decreases when the partner perceives the illness

perception of the partner as more threatening. This indicates that the Quality of life of
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patients are negatively influenced by psychological states and illness perception of

partners.

The patient quality of life is positively correlated with sexual intimacy of partner
(r=0.270, p <.01) which explains that with an increase in the sexual intimacy reported by
partner(spouse), there would be an increase in the quality of life of the patient. There
exists a significant positive correlation between patient quality of life and spouse quality
of life (r=.489, p < .001), which indicates that when the quality of life of a patient
improves, there is a relative improvement in the quality of life of the partner (spouse) and

vice versa.

There is a positive correlation between patient emotional intimacy and partner
Quality of life (r=.432, p < .01). This explains that as the emotional intimacy increases in
patients, the quality of life improves in partners. There is a positive correlation between
patient sexual functioning and spouse sexual functioning (r=.268, p < .001), which
explains that when sexual dysfunction of a patient increases, the sexual dysfunction of
spouse also increases, and vice versa. There is a positive correlation seen between spouse
ECOGPS and sexual experience of patients (r=.186, p <.01). Here higher ECOGPS score
indicates lower functionality and higher sexual experience score indicates severe sexual
dysfunction. This explains with an increase in ECOGPS of partners, the sexual

dysfunction of patients also increases.

There is a significant positive correlation between the psychological states of the
partner (spouse) with the patient, which explains that as the psychological states (such as
distress and depression) increases in the spouse, the psychological states relatively
increase in the patient as well. The psychological distress of spouse is positively

correlated with patients’ distress (r=.247, p <.001)**, depression (r=.223, p <.01), illness
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perception (r=0.242, p < .001), emotional intimacy(r=.223, p < .001), social intimacy
(r=.217, p <.01), sexual intimacy(r=.306, p <.001), as well as convenience scale (r=.216, p
< .01), which measures social desirable answers in the patients. Likewise, the depression
levels of spouse is positively correlated with patients’ distress (r=.332, p < .001),
depression (r=.336, p <.001), anxiety (r=.261, p <.001) and somatisation (r=.193, p <.01),
which explains that as the patent distress, depression, anxiety or somatisation increases,

there would be an increase in depression level among the partner or spouse.

The depression levels in spouse is found to be correlated with illness perception of
patient (0.196) *, and negatively correlated with quality of life of patient (r=-.359, p <
.001). As the illness perception of patient is high, the depression levels also increase in the
spouse. Higher the depression levels in spouse, lower the quality of life of patient and
vice versa. Anxiety levels of spouse is negatively correlated with sexual functioning of

patients (r=-.237, p <.001).

The body image perception of partner is seen to be positively correlated with
patients’ distress (r=.366, p < .001), depression (r=.233, p <.01), anxiety (r=.247, p < .01)
and somatisation (r=.204, p <.01). This explains when the perception of partner about the
body image of patient is more, the distress, depression and anxiety levels of patient also
increases. There is a significant positive correlation found between Partners’ body image
and Patients’ illness perception (r=.478, p <.001), which explains that when the perception
of partner about body image issues of patient is more, the patient also perceives illness

experience as more threatening.

There is a positive correlation between illness perception of partner(spouse) and
ECGOPS of patient (r= .226, p < .01). This explains that as there is an increase in
ECOGPS scores in patient (which indicates low functionality), the perception of partner

121



about patients’ illness perception as threatening would also be high. The partners’ illness
perception is positively correlated with psychological states of patient, the highest
correlation is seen with patients’ distress levels (r=.351, p < .001), followed by anxiety

(r=.311, p<.001) and somatisation (r=.241, p <.001) and depression (r=.235, p <.01).

There is a positive correlation between partners’ illness perception and patients’
body image, which explains that when the perception of partner about patients’ illness
perception is severe, the body image issues of patient is likely to increase. Whereas, a
negative correlation between partner’s illness perception and patient’s quality of life
explains that when the perception of partner about patients’ iliness perception is high, the

quality of life of patient is low.

All the dimensions of relationship (intimacy), including the convenience scale
(added to measure the socially desirable answers to the questionnaire) shows a significant
correlation between patient and partner (spouse), where p is found to be significant at
0.01 level. The highest correlation found between social intimacy of partner with patients’
social intimacy (r=.622, p < .001), recreational intimacy (r=.572, p < .001), intellectual
intimacy(r=.528, p <.001), sexual intimacy (r=.510, p <.001), emotional intimacy (r=.481,
p < .001); followed by Intellectual intimacy of partner with patients’ sexual intimacy
(r=.513, p <.001), intellectual intimacy (r=.502, p <.001), social intimacy (r=.490 p <.001).
A positive correlation is seen between recreational intimacy of partner with patients’
sexual intimacy (r=.450, p < .001), emotional intimacy (r=.439, p < .001), intellectual
intimacy (r=.362, p < .001), social intimacy (r=.357, p < .001) and recreational intimacy

(r=.244,p <.001).

There is significant correlation found between sexual intimacy of partner with
patients’ s recreational intimacy (r=.586, p <.001), social intimacy (r=.524, p <.001), and
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sexual intimacy (r=.377, p < .001); followed by emotional intimacy of partner with
patients’ social intimacy (r=.331, p < .001), recreational intimacy (r=.306, p < .001),

intellectual (r=.264, p< .001) as well as emotional intimacy (r=.25, p <.001).

There is a positive correlation between partners’ emotional intimacy and patients’
sexual functioning; Partners’ sexual intimacy and patients’ quality of life; Partners’
intellectual intimacy and patients’ quality of life. The partner (spouse) quality of life is
also positively correlated with all the dimensions of intimacy in the patient, the highest
correlation is seen between social intimacy (0.615) **, recreational intimacy (r=.598, p <
.001), intellectual intimacy (r=-.560, p < .001), emotional intimacy (r=.432, p <.001), and
sexual intimacy (r=.360, p < .001).The sexual experience of partner (spouse) is found
negatively correlated with intellectual intimacy(r= - 0.217, p <.01)*. There is a significant
correlation between patient quality of life and patient quality of life (r=.489, p < .001);

partner sexual experience and patient sexual experience (r=.268, p <.001).

The correlation analysis explains that there is a significant relationship between
the variables such as psychological state, body image, illness perception, intimacy, sexual

experience and quality of life between the partner and patient group.

Further, t-Test is performed by collecting data from the patient and partners are
paired together (as a couple). The dyad, being a couple, will share common experiences
(such as psychological states, body image, illness perception, intimacy, quality of life and
sexual functioning) and may have common factors (may be hidden) in the responses of
the patient and the partner. Hence, it is decided to carry out the scoring patterns of the

patient’s and partner’s dimensions and further analysis by using a paired t-test.
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Table 13

Summary of Paired t- test to ascertain the requirement for psychological intervention for both Cancer patients and partners

Paired Differences T Df Sig. (2-tailed)
Mean Std. Deviation Std. Error Mean 95% Confidence Interval of the Difference
Lower Upper

Pair 1 PECOGPS - SECOGPS 1.078 .739 .069 .942 1.215 15.642 114 .000
Pair 2 Pdistress — Sdistress 4.122 6.590 614 2.904 5.339 6.708 114 .000
Pair 3 PDepression— Sdepression 1.409 2.756 .257 .900 1.918 5.482 114 .000
Pair 4 PAnxiety — Sanxiety 3.452 4.109 .383 2.693 4211 9.010 114 .000
Pair 5 PSomatisation — Ssomatisation 8.209 5.330 497 7.224 9.193 16.515 114 .000
Pair 6 PBITotal — SBITotal 1.678 5.648 527 .635 2.722 3.186 114 .002
Pair 7 PIPTotal — SIPTotal 3.748 5.401 .504 2.750 4.746 7.441 114 .000
Pair 8 PEmMR - SemR 1513 3.562 332 .855 2171 4.555 114 .000
Pair 9 PSoR - SsoR 130 3.643 .340 -.543 .803 .384 114 .702
Pair 10 PSexR — SsexR 1.365 3.498 .326 719 2.011 4.186 114 .000
Pair 11 PIntR — SintR 478 3.174 .296 -.108 1.065 1.616 114 109
Pair 12 PRecR - SrecR 6.670 5.258 490 5.698 7.641 13.603 114 .000
Pair 13 PConR — SconR .304 2.832 .264 -.219 .828 1.152 114 .252
Pair 14 PQOLTotal — SqoL Total -6.887 10.834 1.010 -8.888 -4.886 -6.817 114 .000
Pair 15 PSFTotal — SSFTotal 2.000 2.950 275 1.455 2.545 7.271 114 .000
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The results show that all the variables may have hidden common factors in the
responses of the patient and partner, and are paired together (as a couple). Hence, it is
decided to carry out the scoring patterns of the patient’s and partner’s different
dimensions analysed by using a paired t-test. Paired t-test (Table 13) shows significant
mean differences for the variables, excluding the mean differences for social intimacy
(t=0.384, p value=0.70), intellectual intimacy (t=1.616, p=.109), and convenience scale

(t=1.152, p=.252), where p values are not significant.

A statistically significant correlation is seen between the dimensions of patient
and spouse explaining that there are no variances found between the patient and partner
variables. Hence, regression analysis or predictive analysis is the next step followed in
Inferential statistics. Multiple linear regression analysis is done including all the
dimensions of patient and partner, (independent variables such as psychological states,
body image, illness perception, and relationship) which are important in predicting the
dependent variables (Quality of life and sexual experience). Step down regression method
is followed, in which backward elimination begins by including all the independent
variables that may predict the dependent variable, and removing the least significant one

at each step until a stable set of variables is attained.

i) The objective of Regression analysis is to predict Patient Quality of life
(dependent variable) with the independent variables such as patients’ ECOGPS,
psychological states, body image, illness perception and relationship or intimacy. To
check the contributors (predictor), step down regression method is followed, where in the
presence of other variables, the least contributing variable (which is dispensable and not
found significant) is removed one by one as these variables do not seem to contribute to

the patient's quality of life. The model shows R? value of 62.5% and the independent
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variables(predictors) that show significance, and predict the quality of life (criterion) are
Patients’ ECOGPS (Performance scale) B= -4.229, p value=.001; Patient Distress with
B= -0.595, p=0.002; Patient Anxiety with B= -0.891, p=.001 and Patient Recreational
intimacy with B= 1.060, p=.000. This explains that decrease in performance score
(PECOGPS), which indicates better function ability in patients, predicts Quality of life in
the patient. Likewise, distress and anxiety in patients show negative value, which explains
that the greater the distress and anxiety, lower the quality of life predicted in the patient
group. Whereas recreational intimacy in the patient is positively related and shows
significance, which predicts that the better the recreational intimacy (social aspect) in the

patient, the better would be the quality of life of the patient, and vice versa.

Further, by adding the spouse-independent variables to it, and following step-
down regression method, where in the presence of other variables, the least contributing
variable (which is dispensable and not found significant) is removed one by one as these
variables do not seem to contribute to the patient's quality of life. The results show that
the model has R? value of 64.1% and the independent variables (predictors) that show
significance, and predict the quality of life (criterion) are Patients’ ECOGPS
(Performance scale) B= -5.063, p value=.000; Patient Depression with B= -0.796,
p=0.012; Patient Anxiety with B=-0.990, p=.001; Patient Recreational intimacy with B=

0.862, p=.000 and Spouse/ Partner Depression with B=-0.879, p value=0.025.

This explains lower levels of negative psychological states predict a better quality
of life for the couple. Spouse depression emerged as an important predictor for Patient
Quality of life. Thus, not only the psychological states of the patient but also the spouse to
be considered carefully to develop an intervention in order to improve the Quality of life

of the patient.

126



Table 14

Summary of the Model for predicting Quality of life in Cancer patients using
Hierarchical Multiple regression analysis

B SEB B t R? AR?
Model 1
(C=81.686; F=45.74)
Patient ECOGPS -4.229 1200 -0.239 -3.526 0.625 0.611
Patient Distress -0.595 0.191 -0.277 -3.121
Patient Anxiety -0.891 0.273 -0.267 -3.263
Patient Recreational Intimacy 1.060 0.146 0.495 7.255
Model 2
(C=81.175; F=38.85)
Patient ECOGPS -5.063 1.104 -0.286
Patient Depression -0.796  0.312 -0.190
Patient Anxiety -0.990 0.242 -0.297 -4.585 0.641 0.624
Patient Recreational Intimacy 0.862  0.132 0.402
Spouse depression -0.879  0.387 -0.387
Note. 1. B=Unstandardized beta coefficient, SEB=Standard Error of Beta,
p=  Standardized beta coefficient, t=t-test, R2= Variance, C=Constant, F=F statistic

2. *= p<05, *h— p<01, *hk— p<001

i) The next objective of regression analysis is to predict the Spouse/Partners

Quality of life (criterion/dependent variable) with the independent variables (predictors)

such as Spouse performance scale (function ability), psychological states, body image,

iliness perception, relationship/ intimacy. To check the contributors (predictor), step

down regression method is followed, where in the presence of other variables, the least

contributing variable (which is dispensable and not found significant) is removed one by

one as these variables do not seem to contribute to the patient's quality of life. The model
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shows R? value of 53.3% and the independent variables (predictors) that show
significance, and predict the Spouse quality of life (criterion) are Spouse’ Depression B=
-1.43, p value= 0.000; Spouse Body image with B= -0.460, p=0.001; Spouse illness
perception with B= -0.388, p=.008 and Spouse Social intimacy with B= 0.457, p=.036;

Spouse convenience scale B=1.178, p=0.000

The psychological state such as depression in the spouse having a negative value
explains that lower the levels of negative psychological states such as depression in the
spouse, better would be the spouse quality of life. Apart from this, Spouse’s perception of
patient’s body image perception and illness perception also shows significance. Spouse’s
body image perception by the partner may indicate bias. Majority of patients are females,
and there are a lesser number of male patients in the study. When males are the spouses
(and primary caregivers), there is a possibility that females (such as a breast cancer
patient) do not express their concerns related to body image /appearance to their
husbands, as seen in Indian contexts (Sunitha et al, 2022). Likewise, when a woman is the
primary caregiver for their spouse (diagnosed with head and neck cancer), she may be
more concerned about the health concerns of the husband, and may deal with the body
image perceptions better. Irrespective of the gender, whether male or female is the patient
and the partner, the acceptance of the reality would make them have a better quality of
life. This indicates towards a need for focusing on developing an intervention that aims to
improve cognitive interpretations of body image and illness perception of spouse (how
they perceive illness perception and body image of patients) in a more realistic and
accepting manner, may help in betterment of Quality of life of spouse, which leads to an
improvement in the quality of life of patient as well. The results show that Spouse’s social
intimacy and the convenience scale which indicates socially desirable responses given by

the spouse, shows significance and are predictors for Spouse quality of life. Thus,
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incorporating the social dimensions in developing an intervention, such as engaging in
social activities may generate social support, thereby reducing the negative psychological
states in spouses, and improving the spouses’ quality of life. The development of
intervention should aim to facilitate communications between the partners, discussing the
stressful experience dealing with cancer and to discuss any specific concerns they have to

find remedial solutions, rather than responding to it in a socially desirable way.

Further by adding the patient independent variables to the regression model shows
an increment in R? value to 57.5% and the independent variables (predictors) that show
significance, and predict the criterion (Spouse quality of life) are Spouse Depression, B=-
1.55, p value= 0.000; Spouse Sexual intimacy with B= 0.799, p=0.003; and Patient
Intellectual intimacy B=0.880, p=.000 and Patient Recreational intimacy with B= 0.488,
p=.001. The results show negative value for Spouse depression and positive value for
Spouse sexual intimacy. This explains that a lower value of negative psychological state
such as depression and higher value of sexual intimacy in the spouse indicates better
Spousal quality of life. Results also demonstrate that in the presence of Patient’s
intellectual and recreational intimacy, Spouse’s body image, illness perception and social
intimacy aspects do not remain significant. Thus, interventions should focus more upon
better communication and interactions between the couple physically, psychologically

and socially, which targets improvement in Quality of life of couples.
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Table 15

Summary of Model for predicting Quality of life in Partners using Hierarchical Multiple

regression analysis

B SEB B t R AR?
Model 1
(C=74.158; F=24.92)
Spouse Depression -1.430 0376 -0.273 -3.807 0.533 0.512
Spouse Body Image 0460 0.174 0.226  2.646
Spouse IlIness perception -0.388 0.143 -0.196 -2.724
Spouse social intimacy 0.457 0216 0.195  2.118
Spouse convenience scale 1.178 0.302 0.329 3.905
Model 2
(C=57.106; F=37.20)
Spouse Depression -1.555  0.327 -0.297 -4.753 0.575 0.560
Spouse Sexual Intimacy 0.799 0.267 0.232  2.995
Patient Intellectual Intimacy 0.880 0.202 0.318  4.357
Patient Recreational Intimacy 0.488  0.149  0.274  3.279

Note. B=Unstandardized beta coefficient, SEB=Standard Error of Beta,

p=Standardised beta

coefficient, t=t-

*= p<.05, **= p<.01, ***= p<.001.

test,

R2=

Variance,

C=Constant, F=F statistic

c) Thirdly, to determine the predictors for Patient’s sexual experience (criterion/

dependent variable) by adding the independent variables of the patient such as Patient’s

ECOGPS, Psychological states, Body image, Iliness perception and Intimacy/ relationship

dimensions, and step-down regression method is followed, where in the presence of other

variables, the least contributing variable (which is dispensable and not found significant)

is removed one by one.
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The model shows R? value of 19.6% and the independent variables (predictors)
that show significance, and predict the sexual experience (criterion) are Patient
Somatisation B= .110, p value=.018; Patient Sexual intimacy with B= - 0.326, p=0.000;
Patient Intellectual intimacy with B=--0.222, p=.003. The results show a negative value
for sexual intimacy, which indicates that a lower the sexual intimacy, higher would be the
sexual dysfunction in the patients. And a positive value in somatisation indicates an

increase in sexual experience/sexual dysfunction.

When the spouse’s independent variables are added to it, the model shows R?
value of 30.1%. The independent variables (predictors) that show significance, and
predict the criterion (Patient sexual experience or dysfunction) are Patient’s somatisation,
B=0.118, p value= 0.008; Patient Sexual intimacy with B= - 0.263, p=0.001; and Patient
Intellectual intimacy B=0.196, p=.007 and Spouse ECOGPS with B= 1.449, p=.00;
Spouse’s emotional intimacy with B=0.203, p=0.003; Spouse’s recreational intimacy, B=
- 0.289, p=0.030. The results show that higher value of spouse ECOGPS (which indicates
poor function ability) and high emotional intimacy predicts poor sexual experience;
whereas, high values in recreational intimacy shows a negative value that explains higher
recreational intimacy helps to reduce sexual experience or dysfunction. Thus,
interventions that improve patient’s somatisation, Spouse’s function ability and improve
patient’s sexual intimacy, and Spouse’s recreational intimacy are aimed to improve sexual
experience, or decrease sexual dysfunction. From the results, it is derived that Patient’s
sexual experience or sexual functioning aspect may not match with the spouse’s sexual
experience/ functioning. Hence, the emotional interpretations may be different, thus
contributing to the differences in the values of patient data and spousal data. Thus, the
satisfaction in terms of sexual functioning which the patient experiences may be different

from the spouse.
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Table 16

Summary of Model for predicting Sexual functioning in Cancer patients using
Hierarchical Multiple regression analysis

B SEB B t R? AR?
Model 1
(C=13.034; F=8.995)
Patient Somatisation 0.110 0.046 0.207 2.406 0.196 0.174
Patient Sexual Intimacy -0.326 0.075 -0.441 -4.372

Patient Intellectual Intimacy 0.222 0.074  0.306 3.008

Model 2
(C=10.367; F=7.733)

Patient Somatisation 0.118 0.044 0.222 2.684
Patient sexual Intimacy -0.263 0,076  -0.356 -0.356
Patient Intellectual intimacy 0.196 0.071  0.270 0.270
0.301 0.262
Spouse ECOGPS 1.449 0.544 0.223 0.223
Spouse Emotional intimacy 0.203 0,068 0.256 0.256

Spouse Recreational Intimacy -0.289 0.132 -0.208 -0.208

Note.. B=Unstandardized beta coefficient, SEB=Standard Error of Beta,
p= Standardised beta coefficient, t=t-test, R2= Variance, C=Constant, F=F statistic
*= p<.05, **= p<.01, ***= p<.001.

d) Fourthly, to determine the predictors for Spouse’s sexual experience (criterion/
dependent variable) by adding the independent variables of the spouse such as Spouse’s
performance scale, psychological states, Body image, Iliness perception and Intimacy/
relationship dimensions. Step-down regression method is followed, where in the presence
of other variables, the least contributing variable (which is dispensable and not found

significant) is removed one by one. The model shows R? value of 0.040 (4% only) and the
132



independent variable (predictor) that shows significance, and predict the Spouse’s sexual
experience (criterion) is Spouse’s Body image with B= - 0.110, p value=.031. The results
do not show much significance. Thus, it can be interpreted that the instrument could not
elicit required information. The target population being in different treatment phases
owing to the diversity in the types and periods of cancer treatment, which may or may not
permit sexual functioning. Also, the instrument doesn’t seem to be useful in capturing the

psychological or emotional aspects of sexual functioning.

When the patient’s independent variables are added to it, the model shows R?
value of 13.8%. The independent variables (predictors) that show significance, and
predict the criterion (Spouse’s sexual experience) are Spouse’s Somatisation, B= - 0.247,
p value= 0.003; Spouse lllness perception with B= - 0.095, p=0.042; and Spouse
recreational intimacy B=0.414, p=.042 and Patient’s convenience scale with B=- 0.282,

p=.001.

The results show that patients seem to have given greater socially desirable
answers/ responses, which predicted lower sexual satisfaction in their spouses. Out of
embarrassment, patients may have given socially desirable answers, while actually the
couple have sexual dysfunction. There is also a possibility that the patient actually
remains masked in his/her responses. Thus, Psycho-education, facilitating couple
interaction through better participation in daily routine, and activities may be included as

a component in designing an intervention.
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Table 17

Summary of the Model for predicting Sexual functioning in Partners using Hierarchical
Multiple regression analysis

B SEB B t R® AR?

Model 1
(C=11.296; F=4.758)
Spouse Body Image -0.100 0.046 -0.201 -2.181 0.040 0.032
Model 2
(C=19.579; F=4.391)
Spouse somatisation -0.247 0.081 -0.358 -3.052
Spouse IlIness perception -0.095 0.046 -0.196 -2.061

. . 0.138 0.106
Spouse Recreational Intimacy 0.414 0.168 0.320 2.469
Patient convenience scale -0.282 0.081 -0.354 -3.487

Note. 1. B=Unstandardized beta coefficient, SEB=Standard Error of Beta, f= Standardised
beta  coefficient, t=t- testt R2=  Variance, @ C=Constant, F=F statistic
2. *=p<.05, **=p<.01, ***= p<.001.

For a better understanding and interpretation of data (couple data), Hierarchical
cluster analysis, and dendrogram representation is made in Table 18 given below that
includes dimensions such as psychological states, illness perception, body image.

intimacy, quality of life, sexual functioning and performance scale.
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Figure 11

Dendrogram representation of Hierarchical cluster analysis between the Cancer patient &
partner/ spouse group Pie chart depicting Types of Cancer in the Intervention study,
including a Control group & an Experimental group
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Dendrogram is a pictorial representation of the hierarchical relationship between the
features/variables. The variables or features are clustered together based on the data of cancer
patients and partners, N=115 couples, v/f=30 (15 related to patients and 15 related to

partners’ variables or features). The distances are distributed from 0 to 25.

By taking tolerance as 1.5, all the variables within 1.5 marked vertically with a dotted
line are grouped in a cluster. The rest remains as an individual variable or feature. In the
dendrogram, Variables (12 to 23) Patient Illness perception, Spouse Illness perception,
Spouse convenience scale of intimacy, Spouse quality of life, Patient emotional intimacy,
Patient convenience scale of intimacy, Patient quality of life, Spouse sexual intimacy, Patient
sexual intimacy, and Spouse emotional intimacy fall into one cluster, which means these
variables are similar. The subjects perceive these variables in a similar way and the responses
given by the subjects and the scores obtained are similar. Thus, Patient illness perception and
partner(spouse) illness perception is similar. Likewise, Patient Quality of life and Partner
Quality of life; Patient emotional intimacy and Partner emotional intimacy; patient sexual
intimacy and partner sexual intimacy scores are similar. The rest of the 20 variables stand
apart as individual variables/features and the responses recorded by these variables (spouse
intellectual intimacy, patient sexual functioning, spouse sexual functioning, patient social
intimacy, patient intellectual intimacy, spouse social intimacy, patient recreational intimacy,
spouse body image, patient’s distress, somatisation, anxiety and depression; spouse’s distress,
recreational intimacy, depression, anxiety; patient body image, patient performance scale,
spouse somatisation, spouse performance scale) will not be similar to the rest of the variables/

features. Thus, a total of 21 clusters are formed by taking tolerance as 1.5.

Increasing tolerance to 2.5, we can observe that a total of 13 clusters are formed.

Variables (12 to 30) Patient Illness perception, Spouse Illness perception, Spouse
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convenience scale of intimacy, Spouse quality of life, Patient emotional intimacy, Patient
convenience scale of intimacy, Patient quality of life, Spouse sexual intimacy, Patient sexual
intimacy, and Spouse emotional intimacy, spouse intellectual intimacy, patient sexual
functioning, spouse sexual functioning fall into one cluster, which means these variables are
similar and the subjects’ responses for these variables and the scores obtained are similar.
Variables 14, 16, and 24 (representing patient social intimacy, patient recreational intimacy
and partner social intimacy) form the second cluster. Variable 17(patient recreational
intimacy) forms the third cluster, and variable 21(spouse body image) is the fourth cluster.
Variables 2, 5, and 4 (representing patients’ distress, somatization and anxiety) form the fifth
cluster, which means the subjects responses and the scores obtained for these features or
variables are similar. Variable 3(patient depression) stands as the sixth cluster. Variables 7
(spouse distress), and 27 (spouse recreational intimacy) form cluster seven, and the rest of
variables 8-16 (spouse depression, spouse anxiety, patient body image, patient performance
scale, spouse somatisation and spouse performance scale) stands apart as independent

clusters.

Taking tolerance as 3.5, a total of six clusters are formed. The first cluster is formed
by grouping the variables 12 to 3. In this cluster, the variables such as illness perception,
quality of life, all types of intimacy, sexual experience/functioning of both the patient and
partner; the psychological states of the patient such as distress, depression, anxiety and
somatisation as well as body image of partner are similar, which means the responses

recorded and scores obtained by the subjects for these variables or features are similar.

Variables 7, 27, 8, and 9 represent Partners’ distress, depression, anxiety and
recreational intimacy and are grouped as the second cluster. Cluster two represents the

partner’s responses and the patient’s responses do not find any similarity with the
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spouse/partner’s responses. The rest of the variables 11, 1, 10, and 6 (Patient body image,
Patient performance scale, Partner somatisation and partner performance scale) stand apart as
the individual cluster. This explains that the responses for these variables Patient body image,
Patient performance scale, Partner somatisation and partner performance scale are not similar

and the scores obtained by the subjects are not similar.

Taking tolerance as 5, a total of 6 clusters are formed and there are no variations
observed. Thus, from the present study, we can take the tolerance level to 3.5 instead of the
expert’s view of tolerance to 5. Thus, the dendrogram, which is a pictorial representation of
hierarchical cluster analysis explains the similarity in responses given by cancer patients, and

their partners, that are grouped together as clusters.

Qualitative Analysis

When the semi-structured interview was conducted, there were common responses as
well as diverse statements given by the couple with respect to sexuality after cancer
diagnosis. However, the majority used words like ‘tension’, ‘worry’, ‘grief’ to express their
mental state. From the given set of responses by around 15 couples, it was derived that in
addition to the negative emotions, body image concerns, illness threat, poor function ability,
cancer-related fatigue, there are also disruptions in their roles and responsibilities, which in

turn affected the intimacy, sexual functioning and had negative impact on the quality of life.

The Qualitative data analysis (based on semi-structured interview) during the
exploratory study (Phase 1) of the present study explained about the disruption of couple’s
life after being diagnosed with cancer. Around 53% (n=8) reported to have physical ailments,
40% (n=6) had psychological distress, 70% (n=11) reported financial distress, 26% (n=4)

reported caregivers’ burden, 33% (n=5) expressed worry about children’s future having no
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income source or social support in their life, 50% (n=7) mentioned relationship and intimacy
concerns, uncertainty about future, etc. The Qualitative analysis elucidates the contribution of
biological, psychological, and social factors to the "cumulative disease burden” associated
with cancer. Hence, a psychological intervention based on the biopsychosocial model was

conceptualised for the present research.

Phase 1 presents the study's exploratory phase. An intervention design framework has
developed in response to descriptive analysis, hypothesis testing (correlation & paired t-test),
inferential statistics (multiple linear regression), hierarchical cluster analysis/dendrogram
(unsupervised learning), and qualitative data exploration. A detailed description of the

developed intervention for the study is included in the methods chapter of the present study.

Objective 3

The third objective of the present study was to develop a suitable psychosocial
intervention as a package in Phase Il of the study, which is based upon the assessment of
Phase 1 involving exploration of psychological states, illness perception, body image,
dimensions of the relationship, quality of life and sexual functioning among patients

diagnosed with cancer and partners.

Phase 11

The Phase Il of the Research discusses the development of an intervention package,
which is based on the analysis of the Exploratory Phase of the study (Phase 1). The
intervention is conceptualised with a relational approach, including both the patient and
partner needs, and a ‘CARE Model’ is developed. The existing models such as Bio Psycho-
Social Model, Sexual Health model and Indigenous methods of healing are reviewed and

redefined in the developed ‘CARE Model” which describes four pillars to strengthen and
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support the couples dealing with cancer. Here, ‘C’ represents couple communication and
compassion; ‘A’ indicates accepting and aiding each other, where the couples acknowledge
the changes and make new affirmations in life; ‘R’ emphasises on rejuvenation in terms of
relaxing, and reviving the relationship, restoring balance and harmony; and ‘E’ stands for
emotional support, enhancing emotional health and empowering each other. The
psychological intervention package based on ‘CARE’ model includes three components:
Psycho-education, Yoga Nidra (Indigenous method of Psychotherapeutic healing) and Couple
activities. Thus, CARE Model focuses on improving the couple relationship, intimacy and

quality of life.

Objective 4

The fourth objective of the study aimed to administer the developed intervention
package along with the medical intervention as a complementary approach on a small
sample of cancer patients along with partners. The participants were provided with
necessary guidelines, informed consent was obtained, and administration of the developed

intervention modules was done.

Objective 5

The fifth objective of the study aimed to assess the post-intervention effect on
psychological states, illness perception, body image, dimensions of the relationship, quality
of life, and sexual function on a limited group of cancer patients and their partners is the

fifth objective of the study, concluded in the Phase 3 of the research.

The impact of Psychoeducation modules and Yoga Nidra practice was measured
quantitatively using CISCC Scale and VAS (Visual analogue scale). Whereas, a feedback

form was created to measure Couple activity log (FF-CA). The couple’s activity response
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sheets, observation record and feedback were collected, and carefully studied, and qualitative
analysis of data was made. Thus, the present research uses a mixed method approach,
combining both quantitative and qualitative analysis to interpret the results in the final phase

of the research.

The response sheets of couples with respect to questions related with participation in
daily activity were sequentially documented. The participants were given numbers to
maintain confidentiality and the responses were noted down (verbatim reports). After
transcribing the responses into meaningful sentences, ‘sub- themes’ and ‘themes’ were
evolved. The information was subjected to “thematic analysis” using the Braun & Clarke
thematic analysis method, which involved reviewing passages, extracting and adding new
codes as "themes"” when ideas surfaced from the data. A summary of the "sub themes™" and
"key themes" pertaining to intimacy and sexual functioning was provided in Table 18. The
main conclusions, which were derived from the responses obtained during the interview
scheduled for the couple activities, were supported by illustrative quotes from the interview

(Table 18).
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Table 18

Thematic Analysis — qualitative exploration of couple interaction and activity using semi-structured interview method

S.NO QUESTIONS INTERVIEW TRANSCRIPTS SUB-THEMES THEMES
(ACTIVITY SCHEDULE)

1. How much time do you both Can we be together in cancer”? Intimacy-related mis-  Lack of awareness

end together? : conception he need for
3P g ‘l am tensed that he don’t like me’ P abqutt
. Intimacy &
Intimacy-related . ;
. interaction among
distress
the couples
Somatic related
concerns
2. Do you like to participate in ‘l am tired very often’ Body functioning
activities together?
‘| stay separately in a room’ Family- related Stigma
‘Family members may not like
Do you remember and discuss
i . . . Concern related to appearance .
3. your past memories? I looked beautiful earlier Body image
‘| feel sad now when I think Longing for the past life Grief
about past’
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How often do you discuss
present concerns, or
challenges?

Do you express affection to
one another?

How do you like to support
one another?

‘I am fearful about death,

‘“Who will take care of my family
and children’?

‘Life can’t be same again’

“We do not communicate or
express much’

‘I am taking care of food, and
care in every possible way’

‘| don’t know what else to do’

Fear about death

Uncertainty about
family, and future life

Lack of hope

Lack of
Communication

Care, and concern for
patient

Lack of hope, or
awareness

Future-oriented
concerns

Need for emotional
expression

Need for Psycho-
education
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The “Themes’ generated were Lack of awareness about need for intimacy and
interaction among the couples, Somatic-related concerns, Social stigma, Body image
dissatisfaction, Grief, Future- oriented concerns, Need for emotional expression, Need
for Psycho-education. Based on these findings, couple activity was structured and

scheduled to improve intimacy in the relationship.

The barriers for sexual health and functioning reported by the patients were
majorly physical symptoms such as pain, discomfort, fatigue, and general debility.
Psycho-social concerns such as worries and apprehension about total cure, stigma
about cancer, misconception not to get closer with spouse, body image issues, loss of

libido, low self-esteem, and lack of hope about future were expressed.

The spouses expressed worry about complete recovery, and were uncertain
about the future. Some partners had expressed doubts about participation in sexual
functioning, and whether patients can come close to other family members such as
children and elderly members at home. On the other hand, whereas, some others
explained that with cancer diagnosis, they have frequent follow ups and visits to
hospitals for the treatments, and there is a disruption in their personal life, relationship
and intimacy. The change in role and responsibility as a caregiver, taking care of the
diseased, domestic chores, children’s needs, and managing job- related matters were
very tiresome, and the ‘care giver burden’ was emphasised by the partner of cancer
patients. Thus, there were physical, emotional and social factors governing a couple's
interaction, engagement and intimacy after cancer diagnosis and subsequent

treatments.

The activity schedule was structured in a manner with the focus to improve

their engagement in daily activities, and establish normalcy in their relationship.
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Anytime, the couples were not able to participate due to distress, or other difficulties,
they were encouraged to speak to one another. The researcher addressed some of the
doubts regarding sexual functioning aspects, and encouraged to seek medical opinion

and treatment for the sexual concerns by referring to the consulting physician.

Phase 111

Phase 111 is the final phase of the research and describes the results of the
intervention study. Following an experimental research design, with an experimental
group and a control group, the intervention study phase focused on testing developed
intervention by conducting a pre-assessment and post-assessment of the variables of
the study such as psychological states, body image, illness perception, intimacy,
quality of life and sexual functioning among cancer patients and their partners. The
responses of the participants (cancer patients and spouse) after administering the

developed psychological intervention were recorded.

Statistical procedures used were descriptive statistics, paired t tests, (to
measure the effect of intervention) with the help of SPSS 26.0 version, effect size for
the intervention was calculated, and graphs were plotted wherever necessary to explain

the results.

The intervention study includes an intervention group and a control group.
There are 20 couples (Cancer Patient and Partner) in the experiment group, and 22
couples in the control group for the study. The mean age is 54 years, and the pie chart
(Figure 12) below describes the types of cancer patients included in the intervention

study.
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Figure No: 12

Types of Cancer in the Intervention study

Experimental group Control group

m Breast Cancer m Breast Cancer

m Head & Neck m Head & Neck
Cancer Cancer

m Reproductive m Reproductive
Cancer Cancer
Liver& GIT Liver& GIT
Cancer Cancer

m Sarcoma m Sarcoma

The Figure 12 above describes the percentage of types of cancer included in the
Phase 3 Intervention study. The Experimental group included 40% Breast cancer
(n=8), 30% Head & neck cancer (n=6), 10% each of Reproductive (n=2),

Gastrointestinal cancer (n=2) and Sarcoma (n=2).

The Control group comprised of 55% Breast cancer patients (n=12), 18% Head & neck
cancers (n=4), 18% Reproductive cancer (n=4), 4% Gastro-intestinal(n=1) & 5%

Sarcoma patients(n=1)
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Table 19

Summary of comparisons of pre and post -test analysis (M, SD) of psycho-social

dimensions- psychological states, body image, illness perception, intimacy, quality of
life, and sexual functioning among patients diagnosed with Cancer and their Partners

Dimensions
Distress
Depression
Anxiety
Somatisation
Body Image
Iliness Perception

Emotion Intimacy

Social Intimacy
Sexual Intimacy
Intellectual Intimacy
Recreation Intimacy

Convenience scale

Quality of life

Sexual functioning

Pre PIA
PATIENT
Mean SD
22.19 6.54
564 250
8.07 3.64
13.81 5.62
13.02 7.04
60.26  5.46
16.40 2.85
12.60 5.00
13.36  4.90
11.29 4.39
1090 6.41
16.12 3.76
73.71 7.44
10.60 3.92

Post PIA
PATIENT
Mean SD

15.00

3.25

5.45

11.25

8.80

52.10

20.55

13.25

10.90

9.70

8.10

12.45

74.45

8.75

5.29

1.99

2.92

5.75

4.90

8.92

3.30

2.55

3.16

3.37

3.25

3.13

7.27

431

Pre PIA
SPOUSE
Mean SD

16.31

4.14

4.21

5.93

12.19

59.21

14.57

13.24

12.38

10.48

4.88

16.07

79.81

8.98

4.87

1.80

1.99

3.40

5.14

8.18

2.39

5.26

4.10

3.55

2.67

3.92

9.01

2.32

Post PIA
SPOUSE
Mean SD
12.69 5.00
2.79 1.33
3.12 1.59
3.95 2.21
9.81 5.45
47.19 11.29
17.62 3.83
1548 547
14.05 4.07
1290 3.75
7.43 4.35
1457  4.56
81.67 8.47
1045 242

Note.  M=Mean values; SD= standard deviation; PIA= Psychological intervention assessment.
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Table 20

Summary of paired t-test to ascertain effect of developed psychological intervention
modules among Cancer patients (n=20)

M SD M SD T Sig. d
Patient Data (Pre PIA) (Post PI1A)
Distress 22.19 6.54 17.81 7.66 5.65 .000*** 1.46
Depression 5.64 2.50 4.38 2.60 570 .000*** 1.04
Anxiety 8.07 3.64 6.17 3.48 556 .004**  1.09
Somatisation 13.81 5.62 11.10 5.43 5.82 .000*** 0.90
Body Image 13.02 7.04 10.76 6.61 453 .000*** 0.8
IlIness Perception 60.26 5.46 51.00 12.6 501 .000*** 1.45
Emotional Intimacy 16.40 2.85 19.98 3.89 -5.91 .000*** 2.05
Social Intimacy 12.60 5.00 14.52 4.19 -5.13 .000*** 1.20
Sexual Intimacy 13.36 4.90 14.83 4.69 -4.58 .008** 0.74
Intellect Intimacy 11.29 4.39 13.19 3.72 -4.42  .015* 0.94
Recreat Intimacy 10.90 6.41 14.00 6.48 -4.45 .000*** 1.05
Convenience scale 16.12 3.76 13.74 4.74 12.69 .003* 1.86
Quiality of life 73.71 7.44 76.33 7.65 -3.52  .002*  0.80
Sexual functioning 11.83 3.92 10.60 3.83 454  .042* 0.5

Note. 1. M=Mean values; SD= standard deviation; t=t-test; d = Cohens d
2. *= p<.05, **= p<.01, ***= p<.001.

The Table 20 presented above shows the results of paired t-tests done on
psychological states, body image, illness perception, levels of intimacy in a
relationship, quality of life and sexual (dys)functioning among cancer patients before

and after psychological intervention. The paired t-test done on psychological states
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shows that there was a significant difference between the pre and post-psychological
intervention assessment (PI1A) in the distress of cancer patients, t (20) =5.65, p<0.001.
This indicated that the distress levels among cancer patients were better during post-
PIA (M= 17.81, SD=7.66) in comparison to pre-PIA (M= 22.19, SD= 6.54). The effect
size (Cohen’s d =1.46) of psychological intervention was found to be large. A
significant difference was found between the pre and post-psychological intervention
assessment (PIA) in the depression of cancer patients, t (20) =5.70, p<0.001. This
indicated that depression among cancer patients was better during post-PIA (M= 4.38,
SD=2.60) in comparison to pre-PIA (M=5.64, SD=2.50). The effect size (Cohen’s d
=1.04) of psychological intervention was found to be large in reducing depression
among cancer patients. A significant difference was found between the pre and post-
psychological intervention assessment (PIA) in the anxiety of cancer patients, t (20)
=5.56, p<0.004. This showed that depression among cancer patients was better during
post-PIA (M= 6.17. SD=3.48) in comparison to pre-PIA (M= 8.07, SD=3.64). The
effect size (Cohen’s d =1.09) of psychological intervention was found to be large in
reducing anxiety among cancer patients. A significant difference was found between
the pre and post-psychological intervention assessment (PIA) of somatisation in cancer
patients, t(20)=5.82, p<0.001. This showed that depression among cancer patients was
better during post-PIA (M=11.10, SD= 5.43) in comparison to pre-PIA (M=13.81,
SD=5.62). The effect size (Cohen’s d =0.90) of psychological intervention was found
to be large in reducing somatisation among cancer patients. There was a significant
difference between the pre and post-PIA scores of Body image issues of patients
diagnosed with cancer, t (20) =4.53, p<.000 This explains that the body image issues
of cancer patients reduced during post-PIA (M=10.76, SD=6.61) in comparison to pre
-P1A scores (M=13.02, SD=7.04). The effect size (Cohen’s d =0.80) of psychological
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intervention was found to be medium with respect to body image issues in cancer
patients. There was a significant difference between the pre and post-PIA scores of
Illness perception in patients diagnosed with cancer, t (20) = 5.01, p <.000. This
explains that the body image issues of cancer patients are reduced during post-PIA
(M=51, SD=12.6) in comparison to pre -PIA scores (M=60.26, SD=5.46). The effect
size (Cohen’s d =1.45) of psychological intervention is found to be large with respect
to illness perception among cancer patients. There was a significant difference
between pre and post-PIA, the highest scores of intimacy were found in emotional
intimacy, social intimacy and recreational intimacy among cancer patients. A
significant difference was found between the pre and post-psychological intervention
assessment (PIA) of emotional intimacy in cancer patients, t (20) = -5.91, p<0.001.
This showed that emotional intimacy among cancer patients was better during post-
PIA (M= 19.98, SD=3.89) in comparison to pre-PIA (M= 16.40, SD=2.85), with effect
size (Cohen’s d =2.05), explaining impact of psychological intervention is
substantially large. A significant difference was found between the pre and post-
psychological intervention assessment (PIA) of social intimacy in cancer patients, t
(20) = -5.13, p<0.001. This showed that social intimacy among cancer patients was
better during post-PIA (M=14.52, SD=4.19) in comparison to pre-PIA (M= 12.60,
SD=5.00) with an effect size (Cohen’s d =1.20), explaining impact of psychological
intervention is substantially large. A significant difference was found between the pre
and post-psychological intervention assessment (PIA) of sexual intimacy in cancer
patients, t (20) = - 4.58, p<0.01. This showed that sexual intimacy among cancer
patients was better during post-PIA (M=14.83, SD=4.69) in comparison to pre-PIA
(M= 13.36, SD= 4.90) with effect size (Cohen’s d =0.74), explaining impact of
psychological intervention is medium.
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A significant difference was found between the pre and post-psychological
intervention assessment (PIA) of intellectual intimacy in cancer patients, t (20) = -
4.42, p<0.05. This showed that intellectual intimacy among cancer patients was better
during post-PIA (M=13.19, SD= 3.72) in comparison to pre-PIA (M= 11.29, SD=4.39)
with effect size (Cohen’s d =0.94), explaining impact of psychological intervention is
substantially large. A significant difference was found between the pre and post-
psychological intervention assessment (PIA) of recreational intimacy in cancer
patients, t (20) =-4.45, p<0.001. This showed that recreational intimacy among cancer
patients was better during post-PIA (M= 14.00, SD=6.48) in comparison to pre-PIA
(M=10.90, SD=6.41) with effect size (Cohen’s d =1.05), explaining the impact of
psychological intervention is substantially large. A significant difference was found
between the pre and post-psychological intervention assessment (P1A) of convenience
scale in cancer patients, t (20) = 12.69, p<0.01. This showed that socially desirable
answering among cancer patients was lesser during post-PIA (M= 13.74, SD=4.74) in
comparison to pre-PIA (M=16.12, SD=3.76) with effect size (Cohen’s d =1.86),
explaining impact of psychological intervention is large. There was a significant
difference found between the pre and post-psychological intervention assessment
(PIA) of quality of life in cancer patients, t (20) = -3.52, p<0.01. This showed that
quality of life among cancer patients was better during post-PIA (M= 76.33, SD=7.65)
in comparison to pre-PIA (M= 73.71, SD=7.44). There was a significant difference
found between the pre and post-psychological intervention assessment (P1A) of sexual
(dys)function in cancer patients, t (20) =4.54, p<0.01. This showed that sexual
dysfunction among cancer patients reduced during post-PIA (M= 10.60, SD=3.83) in
comparison to pre-PIA (M= 11.83, SD=3.92, with effect size (Cohen’s d =0.80),
explaining the impact of psychological intervention is medium.
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Table - 21

Summary of paired t-test to ascertain the effect of developed psychological
intervention modules among Partners (n=20)

M M _ D
(Pre PIA) sP (Post PIA) ! 310
Distress 16.31 4.87 12.69 5.00 6.11 .000*** 1.96
Depression 4.14 1.80 2.79 1.33 5.82 .000*** 154
Anxiety 4.21 1.99 3.12 1.59 4,78 .000*** 1.19
Somatisation 5.93 3.40 3.95 2.21 552 .000*** 1.09
Body Image 12.19 5.14 9.81 5.45 550 .000*** 1.33
IlIness Perception 59.21 8.18 47.19 11.29  6.37 .000*** 2.11
Emotion Intimacy 14.57 2.39 17.62 3.83 -5.11  .000*** 1.96
Social Intimacy 13.24 5.26 15.48 5.47 -3.53 .001*** 0.41
Sexual Intimacy 12.38 4.10 14.05 407  -3.92 .000*** (.96
Intellect Intimacy 10.48 3.55 12.90 3.75 -3.97 .000*** 1.43
Recreat. Intimacy 4.88 2.67 7.43 4.35 -3.89 .000*** 1.44
Convenience scale 16.07 3.92 14.57 4.56 544  .000*** 1.50
Quiality of life 79.81 9.01 81.67 8.47  -3.79 .000*** 0.66
Sexual function (dys) 10.45 2.32 8.98 2.42 4.69 .000*** 1.05

Note. 1. M=Mean values; SD= standard deviation; t=t-test; d = Cohens d
2. *= p<.05, **= p<.01, ***= p<.001.

Table 21 shows the paired t test value, mean differences (M) and standard
deviation (SD) of psychological states, body image, illness perception, levels of
intimacy in a relationship, quality of life and sexual (dys)functioning among the

spouses of cancer patients before and after psychological intervention.

The paired t-test done on psychological states shows that there was a
significant difference between the pre- and post-psychological intervention assessment
(P1A) in the distress in the spouses of cancer patients, t (20) = 6.11, p<0.001. This

indicated that the distress levels among spouses were better during post-PIA
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(M=12.69, SD=5.00) in comparison to pre-PIA (M=16.31, SD=4.87), with effect size
(Cohen’s d =1.96). Thus, the effect of psychological intervention was found to be
substantially large in reducing distress among spouses of cancer patients. A significant
difference was found between the pre and post-psychological intervention assessment
(P1A) in the depression in spouses of cancer patients, t (20) =5.82, p<0.001. This
indicated that depression in spouses of cancer patients was better during post-PIA
(M=2.79, SD=1.33) in comparison to pre-PIA (M= 4.14, SD=1.80) with effect size
(Cohen’s d =1.54). The effect of psychological intervention was found to be large in
reducing depression among spouses of cancer patients. A significant difference was
found between the pre and post-psychological intervention assessment (PIA) in the
anxiety levels of spouses of cancer patients, t (20) =4.78, p<0.001. This showed that
anxiety among spouses of cancer patients was better during post-PIA (M=3.12,
SD=1.59) in comparison to pre-PIA (M=4.21, SD=1.99) with effect size (Cohen’s d
=1.19). The effect of psychological intervention was found to be large in reducing
anxiety among the spouses of cancer patients. A significant difference was found
between the pre and post-psychological intervention assessment (PIA) of somatisation
among spouses of cancer patients, t (20) =5.52, p<0.001. This showed that
somatisation among spouses of cancer patients was better during post-PIA (M=3.95,
SD=2.21) in comparison to pre-PIA (M=5.93, SD=3.40) with effect size (Cohen’s d
=1.09). The effect of psychological intervention was found to be large in reducing

somatisation among the spouses of cancer patients.

There was a significant difference between the pre and post-PIA scores of
Body image issues of spouses of patients diagnosed with cancer, t (20) = 5.50, p<.001.
This explains that the body image issues of spouses of cancer patients are reduced

during post-PIA (M= 9.81, SD=5.45) in comparison to pre -PIA scores (M=12.19,
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SD=5.14) with effect size (Cohen’s d =1.33). The effect of psychological intervention

was found to be large in reducing body image issues in spouses of cancer patients.

There was a significant difference between the pre and post-PIA scores of
Iliness perception in spouses of patients diagnosed with cancer, t (20) =6.37, p<.001.
This explains that the body image issues of cancer patients have reduced during post-
PIA (M=47.19, SD=11.29) in comparison to pre -PIA scores (M=59.21, SD=8.18),
with effect size (Cohen’s d =2.11). The effect of psychological intervention was found
to be substantially large in reducing illness perception, or perceiving illness as threat

among spouses of cancer patients.

There was a significant difference between pre and post-PIA, the highest scores
of intimacy were found in emotional intimacy, social intimacy and recreational
intimacy among spouses of cancer patients. A significant difference was found
between the pre and post-psychological intervention assessment (PIA) of emotional
intimacy in spouses of cancer patients, t(20)= -5.11, p<0.001. This showed that
emotional intimacy among spouses of cancer patients was better during post-PIA (M=
17.62, SD=3.83) in comparison to pre-PIA (M=14.57, SD=2.39), with effect size
(Cohen’s d =1.96). The effect of psychological intervention was found to be

substantially high in emotional intimacy in the spouse.

A significant difference was found between the pre and post-psychological
intervention assessment (PIA) of social intimacy in spouses of cancer patients, t (20)
=-3.53, p<0.001. This showed that social intimacy among spouses of cancer patients
was better during post-PIA (M=15.48, SD=5.47) in comparison to pre-PIA (M=13.24,
SD=5.26), with effect size (Cohen’s d= 0.41). The effect of psychological intervention

is found to be small in the spouse with respect to social intimacy. A significant
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difference was found between the pre and post-psychological intervention assessment
(P1A) of sexual intimacy in spouses of cancer patients, t (20) =-3.92, p<0.001. This
showed that sexual intimacy among the spouses of cancer patients was better during
post-PIA (M= 14.05, SD=4.07) in comparison to pre-PIA (M=12.38, SD=4.10) with
effect size (Cohen’s d =0.96). This explains the effect of intervention is large. A
significant difference was found between the pre and post-psychological intervention
assessment (P1A) of intellectual intimacy among the spouses of cancer patients, t (20)
=-3.97, p<0.001. This showed that intellectual intimacy among the spouses of cancer
patients was better during post-PIA (M= 12.90, SD=3.75) in comparison to pre-PIA
(M=10.48, SD=3.55) with effect size (Cohen’s d =1.43). The effect of psychological
intervention is found to be large in improving intellectual intimacy among spouses of
cancer patients. A significant difference was found between the pre and post-
psychological intervention assessment (PIA) of recreational intimacy among the
spouses of cancer patients, t (20) -3.89, p<0.001. This showed that recreational
intimacy among spouses of cancer patients was better during post-PIA (M=7.43,
SD=4.35) in comparison to pre-PIA (M=4.88, SD=2.67), with effect size (Cohen’s d
=1.44). The effect of psychological intervention was found to be large in improving

recreational intimacy among spouses of cancer patients.

A significant difference was found between the pre and post-psychological
intervention assessment (PIA) in the convenience scale among spouses of cancer
patients, t (20) =5.44, p<0.001. This showed that socially desirable answering to the
questionnaire among spouses of cancer patients was lesser during post-PIA (M=14.57,
SD=4.56) in comparison to pre-PIA (M=16.07, SD= 3.92) with effect size (Cohen’s d
=1.50). The effect of psychological intervention is found to be large in reducing

socially desirable answers (convenience scale) among spouses of cancer patients.
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There was a significant difference found between the pre and post-
psychological intervention assessment (P1A) of quality of life among spouses of cancer
patients, t (20) =-3.79, p<0.01. This showed that quality of life among spouses of
cancer patients was better during post-PIA (M=81.67, SD=8.47) in comparison to pre-
PIA (M=79.81, SD=9.01), with effect size (Cohen’s d =0.66). The effect of
psychological intervention is found to be medium in improving quality of life among

spouses of cancer patients

There was a significant difference found between the pre and post-
psychological intervention assessment (PIA) of sexual (dys)function in spouses of
cancer patients, t (20) =4.69, p<0.01. This showed that sexual function among spouses
of cancer patients was better during post-PIA (M=8.98, SD=2.42) in comparison to
pre-PIA (M=10.45, SD=2.32) with effect size (Cohen’s d =1.05). The effect of
psychological intervention is found to be large in improving sexual dysfunction among

spouses of cancer patients.

Pre and Post Intervention Assessment

Effects of developed interventions such as Psycho-education, Yoga Nidra and
Couple activities were evaluated by doing a pre and post assessment of questionnaires

CISCC, VAS and couple activity participation, and response sheets.

The first method of intervention is psychoeducation, which is a cognitive-level
intervention. The effect of psychoeducation intervention was measured by using
Cancer information scale for concerns of couples (CISCC) Pre and post intervention
assessment of the effect of intervention was recorded, and data was tabulated (Table

22).
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Table No.22

Means of pre and post intervention assessment of the impact of psycho-education on
patients with cancer (CISCCP) (n=20)

M SD t Sig. D
Impact of Psycho-education
Pair 1 Pre CISCCP 4.25 1.618 13.03  .000***  2.00
(Patient) Post CISCCP 1.10 912
Pair 2 Pre CISCCS 4.95 1.605 12.36  .000***  3.31
(Spouse) Post CISCCS .95 .605

Note. . M=Mean values; SD= standard deviation; t=t-test; d= Cohens d; CISCCP= Cancer
Information Scale for Concerns of Couple dealing with cancer
. *= p<.05, **=p<.01, ***= p<.001.

Table 22 explains the paired t test values, and mean differences in the scores of
CISCC, which records the myths and misconceptions related to cancer and sexual
health. The paired t-test done with respect to CISCC (Cancer Information Scale for
Concerns of Couple dealing with cancer) shows that there was a significant difference
between the pre-and post-psychological intervention assessment (PIA) in the CISCC
scores in cancer patients, t (20) =13.03, p<0.001. This indicated that misconception
among patients was lesser during post-PIA (M=1.10, SD=0.91) in comparison to pre-
PIA (M= 4.25, SD= 1.62), with effect size (Cohen’s d =2). The effect of psychological
intervention was found to be large in reducing myth and misconceptions among cancer
patients. Likewise, there was a significant difference between the pre-and post-
psychological intervention assessment (PIA) in the CISCC scores among spouses of
cancer patients, t (20) = 12.36, p<0.001. This indicated that misconception among
patients was lesser during post-PIA (M=0.95, SD=0.60) in comparison to pre-PIA
(M=4.95, SD= 1.60) with effect size (Cohen’s d =3.31). The effect of psychological
intervention was found to be substantially large in reducing myths and misconceptions
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among the spouses of cancer patients. This explains that the partner group shows

larger difference in the pre and post- test CISCC analysis.

Second intervention for the study is Yoga Nidra, or ‘yogic sleep’, an
indigenous method of relaxation technique that combines ‘Guided Meditation’ with a
specific yoga posture called ‘Shavasana’. To test the relaxation response generated
with psychotherapeutic intervention “Yoga Nidra’ among cancer patients and their
partners, a visual analogue scale was used, and Pre-test and post-test assessments were

recorded and tabulated below.

Figure 13

Pre and post intervention assessment in the level of awareness among Cancer patients
& partners after psycho-education measured with CISCC

Myths & misconceptions about Cancer

: -
0
Patient Spouse

B Pre test m Post test
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Figure No. 14

Pre and Post test of Relaxation response assessed through the Visual analogue scale
(VAS)

VAS-Pre and Post assessment

0 .I ..

Patient Spouse

SN

N

W Pre test m Post tst

Table No. 23

Summary of paired t-test to ascertain the effect of Yoga Nidra for relaxation among
Cancer patients and partners (n=20)

Impact of Yoga Nidra M SD t Sig d
Pair 1 Pre VAS 4.25 1.39 -7.46 .000 3.08
(Patient) Post VAS 1.10 .0.65

Pair 2 Pre VAS 4.95 1.19 -3.04 .007 0.58
(Spouse) Post VAS .95 0.82

Note.  M=Mean values; SD= standard deviation; t=t-test; d= Cohens d; VAS= Visua analogue
scale.
*=p<.05, **= p<.01, ***= p<.001.

Table 23 explains the paired t test values, and mean differences in the scores of
Visual Analogue Scale (VAS), which records the relaxation response generated with

Yoga Nidra.

The paired t-test done with respect to scores of relaxation effect (measured by

VAS) shows that there is a significant difference between the pre-and post-
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psychological intervention assessment (PIA) in the VAS scores in cancer patients, t
(20) =-7.46, p<0.001. This indicated that Relaxation among patients was higher during
post-PIA (M=6.95, SD=1.19) in comparison to pre-PIA (M= 3.6, SD= 1.39) with
effect size (Cohen’s d =3.08). The effect of psychological intervention is found to be
substantially large in eliciting relaxation responses by Yoga Nidra among cancer

patients.

Likewise, there was a significant difference between the pre-and post-
psychological intervention assessment (PIA) in the VAS scores among spouses of
cancer patients, t (20) =-3.04, p<0.001. This indicated that relaxation among spouses
was higher during post-PIA (M=5.6, SD=0.82) in comparison to pre-PIA (M=5,
SD=0.65) with effect size (Cohen’s d =0.58). The effect of psychological intervention

is found to be medium in inducing relaxation among spouses of cancer patients.

The third component of intervention included a ‘couple activities schedule’
focusing on improving interaction, communication and intimacy between the cancer
patients and their spouses. Along with Psychoeducation and Yoga Nidra relaxation
training, Couple activities were scheduled and conducted every week for 15-20
minutes, and feedback for their activity log was collected every week to assess their
participation and progress in restoring normalcy in their life. Activity schedule was
explained to the couples and observation and response sheets were maintained for
every week. The activity was focused to improve their engagement in daily activities,
and establish normalcy and revive intimacy in their relationship. Anytime, the couples
were not able to participate due to distress, or other difficulties, they were encouraged

to approach one another.
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The psycho-education modules, Yoga Nidra therapy, and couple activities were
applied in such a manner, so as to address their deeper concerns, focusing on educating
and empowering them to establish normalcy in their life. The body image issues,
fertility and sexual concerns were attended by the researcher from a biopsychosocial
perspective and referred to the medical doctors for biomedical intervention to improve
sexual functioning during post treatment phase. Gradually, the couples showed
progress in overcoming the myths and misconceptions related to cancer, opened up
communication, improved participation in daily life, expressed their love and affection
to each other, and showed willingness to seek medical advice for the sexual concerns,

and supported one another.

Reflection from a Case Study

“A 40 years old female undergoing Breast cancer treatment complains of
disturbed sleep, body pain, fatigue and tiredness, and has poor body image after
removal of axillary lymph nodes 4 months back. She is currently on hormonal
treatment, which has disrupted her menstrual cycle. Although she feels her husband
and daughter cares about her, she is unable to express her concerns, and worries
about her relationship with the partner. She even thinks her husband doesn’t not like

her appearance, and they would never have a normal and happy life as before™

Understanding this case from a biopsychosocial conceptualisation of sexuality
after cancer, the biological (somatic) factors are pain, debility, disturbed sleep; and
psychosocial factors include anxiety, depression, poor self-esteem, body image and
relationship concerns. She relates the cessation of menstruation with fertility and
sexuality, and expressed her agony how this can be discussed this her spouse. This in

turn lead to lack of communication, drift in the relationship and adversely affected
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intimacy between the couples. It is observed that there is a misconception that physical
closeness is prohibited after cancer diagnosis, and apparently social stigma exists
about intimacy and sexual functioning in couple. Thus emphasizing the need to

integrate family, social and cultural factors to address the sexual concerns in couples.

Goals of Therapy: Psychoeducation involved providing knowledge about
biomedical aspects of cancer, treatment modalities, and long -term effects of
treatments on sexual health. In addition, ways of improving communication by
expressing unknown fears, and worries; participation in daily activities, improving
emotional bonding, and discussing sexual concerns and taking medical and

psychological support and assistance were equally focused.

Description of Couple Activities

Being together- The couple started with spending 10-15 minutes, sitting beside
each other, having a meal and family time together, whereas, earlier the patient was
confined to a room lying down in bed. Now, they sit beside each other for hours, even

though the spouse would continue doing online office work or other tasks.

Participation in Common activities- Beginning from domestic chores, the
family started spending time in leisure activities, watching TV, visiting temples, and
planning for the day. They participated in Yoga Nidra session, which was beneficial
for both patient and spouse for reducing negative emotions. Here, the partner was not
delegating, or supporting the patient, but performing “Yoga Nidra’ together, along with
the patient. This level of participation, and togetherness has generated a great bonding
and support, and eased down the burden of being isolated after being diagnosed with

cancer.
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The couple were encouraged to recollect their good memories. For example, in
one case, a couple remembered their happiness of having their first child 14 years ago,
and how the lady took care of the child. The lady expressed her grief that now after
being diagnosed with cancer, she is unable to take care of her family as before, to
which the husband /spouse responded that she has always taken good care of all, and
now he will assist her in every possible way. This has generated care, compassion, and
emotional intimacy in their relationship. Further, discussing about present concerns-
Post surgery marks/scars, weight gain or loss, hair and skin changes were
predominantly discussed by the patient, and how they avoid meeting people, and fears
that their spouse may not feel attractive or like them as before. The couples were
encouraged to visit places they worship, parks, or shops in order to adapt to the present
situation and accept the changes in appearance. Thus, social life was reestablished and

this helped to normalise the present situation.

The couples were encouraged to open ‘stress communication’ discussing their
difficulties, abstinence, and fears related to sexual functioning, and if there are any
sexual concerns. Owing to chemotherapy and hormonal treatment, there was dryness
and pain during intercourse, for which the couples were advised to consult a medical
doctor. They were imparted psychoeducation to re-establish normalcy in sexual
functioning aspects too. Finally, the couples were encouraged to be a support for each

other in every way, thus enhancing emotional health.

Feedback

The couple activity schedule helped in building care and compassion for each
other. Being available for one another, the ‘hurdles’ and “difficulties’ slowly faded

away, and the couple were able to generate care and support for one another. This
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helped to generate affection, and bonding for one another, and thus improved
emotional intimacy between the couples. Body image changes, sexual distress, which
were not discussed before, and the fears and insecurities about the future were also
brought up. This paved way to discuss the sexual concerns such as loss of libido,
dyspareunia, etc with a medical doctor for treatment. Throughout the time period, the
couples showed care and concern to each other, and were compassionate, and
empathetic to each other. This helped to reestablish trust, intimacy and togetherness in

the relationship.
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CHAPTER-V

DISCUSSION

This chapter provides an analysis of the study's findings. The chapter follows
the sequence of the discussion as per the objectives of the study. In Phase 1, which is
the exploratory phase of the study, the data were collected from a total of 230 subjects
that includes 115 cancer patients, and their spouses. Cancer patients' and their spouses'
psychological states, body image, perceptions of illness, intimacy, quality of life, and
sexual (dys) functioning were all subjects of data collection. Analyses using both
descriptive and inferential statistics were performed on the obtained quantitative data.
In Phase 2, a psychological intervention combining Psychoeducation, Yoga Nidra, an
indigenous psychotherapeutic healing technique, and couple activities was developed
based on data exploration and statistical analysis. In Phase 3, data was collected from a
total of 84 subjects categorized into two groups - 20 cancer patients and their spouses
in the experiment group and 22 cancer patients and their spouses in the control group.
Data was collected on psychological states, body image, illness perception, intimacy,
Quality of life and dysfunctional sexual behavior in cancer patients and their partners,
both prior to and following the psychological intervention (pre- and post-

intervention assessment).

The following statistical techniques were employed: descriptive statistics,
paired and independent t-tests, Pearson correlation using SPSS 26.0, multiple
hierarchical regression analysis, Dendrogram (hierarchical cluster analysis), and graphs
were plotted in the results chapter as needed. Phase 3 employed the paired t-test for
pre- and post-intervention assessment, and effect size was calculated to evaluate the
impact of psychological intervention on the subjects.
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Measurement of Psychological states, Body Image, Illness perception, Intimacy,

Quiality of life and Sexual functioning in Cancer patients and their partners

The first objective of the study was to measure the levels of psychological
states, body image, illness perception, intimacy in relationships, sexual functioning
and quality of life in patients diagnosed with cancer, and their partners. It was
hypothesized that there would be differences in the levels of psychological states,
illness perception, body image, intimacy in a relationship. Quality of life and sexual
functioning between the patients diagnosed with cancer , and their partners.The results
demonstrate that not only the cancer patients, but also their spouses/ partners
experience negative psychological states, body image issues. Both patient and cancer
groups perceived the illness as a threat, and the diagnosis and treatment of cancer had
a negative impact on the levels of intimacy, quality of life and sexual functioning in

the couples.

The results indicate that the mean score of distress among the cancer patient
group was in the level of strongly elevated when compared to spouse distress scores
which were found to be moderately elevated .The mean scores of depression among
patients were in the level of strongly elevated when compared to spouse group with a
moderate elevation in depression scores.There is a moderate elevation in anxiety levels
in cancer patients whereas, the anxiety scores are found to be within the normal range
in the partner group. Likewise, there is a moderate elevation in the somatisation among
the patient group, whereas in the partner group, somatisation scores are found to be
within the normal range. Certain other research studies (de Groot et al., 2005) and
(Tuinstra et al., 2004) have reported negative psychological impact and distress

experienced by the partners of cancer patient. However, Verdonck-de Leeuw et al.
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(2007) reported that compared to partners, patients experience higher levels of
clinically relevant distress. In their 2014 study, Haun et al. discuss the effects of
advanced lung cancer on couples' levels of anxiety, depression, and distress related to
the disease, and explain that there is four to eight fold higher risk of depression or
anxiety among cancer patients when compared to general population. Their study also
points out that and patient’s physical weakness and partner’s sleeplessness are the
main contributors for distress, and recommends partners should be assessed separetely
for psychological distress. The present study results show that with respect to body
image perception there is a similarity in the responses of both the patient and partner,
and the mean scores obtained among the patient group and partner group were similar.
An open-ended question was added to understand the the patient's perception of their
body image (PPBI), and the perception of the partner about the patient’s perception of
Body Image (PPPPBI). Many partners have not verbally responded to this question.
However, the non-verbal responses such as facial expression, hand gestures or head
nodding indicated the perception of partners about the patient’s body image
perception. Partners expressed their worry about the condition of their spouse who is
diagnosed with cancer and currently undergoing treatments (radiation, chemotherapy;,
or surgery), and described their views about the patient’s perception towards the body
image dissatisfaction owing to changes in their appearance. From the given set of
responses for the semi-structured interview, it is understood that patients expressed
concern about their appearance with respect to how the body image changes are
received by their partner. On the other hand, the partners of cancer patients have raised
concerns about the spread of the disease and the long-term consequences of cancer and
its treatment, such as the removal of an organ, which may result in loss of function or
disability. Previous research conducted by Brederecke, Heise & Zimmermann (2021)
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compared the body image satisfaction of patients with various cancer types, taking into
account gender differences, and found the risk factors for a reduction in body image. It
has been noted that in men, more positive body self-acceptance was correlated with
higher relationship satisfaction and lower distress related to cancer. Conversely,
reduced anxiety and less distress related to cancer in women was linked to a more
focused acceptance of one's body.Female partners’ more satisfactory perceptions of
their partner's body acceptance were found to be correlated with higher relationship
satisfaction and lower distress specific to cancer. The present study also shows a direct
influence of body image perception and distress levels in both the cancer patients, as

well as their partners.

A study done on IlIness perception among cancer survivors explored ( Zhang et
al., 2016) reported that illness perception did not differ by cancer type. The present
study also reported illness perception is found to be high among different types of
cancer, and the scores are comparable in both cancer patients group, as well as partners
group. The current study's results show that patients view their illness as more
threatening on the dimensions of brief-illness perception.The total score of Iliness
perception was found to be higher in patients when compared to partners, which

explains that patients consider their illness as more threatening than their partners.

Present study reported an influence of partner’s perception about patient’s
iliness perception on quality of life. The current research thus highlights the impact of
spouse illness beliefs on patient quality of life, and this information has more
significant implications for clinical care and dyadic research. Mohamed, Winkel, and
Diefenbach (2013) looked at patient and spouse illness beliefs and how those beliefs

affected the patient's quality of life. They specifically looked at the spouse's beliefs
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about the length of the disease and control over treatment. The findings showed that
patients' quality of life had improved six months later when the spouse believed that

the treatment would control their loved one's illness and the disease would last shorter.

The present study reported that both the patients and partners have reported
intimacy in their relationship. PAIR instrument measured levels of intimacy in a
relationship, and the current study's findings clarify that while cancer patients and their
partners share similarities in terms of social, intellectual, emotional, and sexual
intimacy, there are differences in terms of the levels of recreational intimacy that are
noted between them. It is observed that the recreational intimacy scores are found
lower in partners of cancer patients. Recreational intimacy is generated in couples by
engaging in recreational activities which is not possible due to the diseased condition
of patient and the spouse taking care of the patient and the other family members.
Consequently, the current study's findings point to the need to investigate the demands
and burden of providing care as well as assess how cancer affects social and personal
relationships, which is a crucial aspect of quality of life. Manne & Badr (2008)
emphasized how crucial it is to approach cancer from a relational standpoint, and
discusses on couple’s intimacy and relationship processes in psychological adaptation
to cancer. Research conducted by Dorval et al., (2005) evaluated that couples have

reported that cancer have brought them close together.

In the present study, the section on cancer patients' and their partners' quality of
life results shows that partners have scored higher in majority of the dimensions with
respect to items describing quality of life (overall quality of life, general health,
physical, psychological and environment), but when compared to partners, cancer

patients have scored higher in social and relationship domain. This may be owing to
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the cultural impact in India, where friends and relatives regularly pay visits to the
patients, and extend their support and help for those in pain and suffering during the
hospital stay, or home. On the other hand, the spouse, who is the main care provider
has to limit his/ her social life and interaction with the outside world for being

available for the patient during the treatment phase, follow ups and recovery period.

Sexual health and well-being are important and essential dimension of health
continuum. The present study results on sexual functioning show that majority of the
patients have reported sexual concerns, and expressed not being sexually intimate with
each other for a longer time ever since they were diagnosed with cancer. The patient
score of sexual experience with ASEX tool is higher which indicates higher sexual
dysfunction among patients. It is found that most of the couples have reported not
being sexually active as they are undergoing cancer treatment, and follow up
consultation. The present research reported the sexual dysfunction aspects are
comparable in both patient, and partner and found to be slightly higher in patient’s
group. Thus, emphasising the need to focus on ‘couple’ to attend to their sexual
concerns, or any other difficulties. The study by Perz et al., (2014) sheds light on how
cancer treatment can affect a person's sexual well-being over time. The alterations may
harm one's quality of life, psychological health, and romantic relationships. According
to Soloway et al., (2015), a partner is crucial in helping a patient adjust to prostate
cancer treatment. The article delves into the sexual, psychological, and dyadic
functioning of the prostate cancer "couple.” The study analyses the disparity between
patients and partners on self-reported questionnaire for sexual functioning and
emphasises on how important it is to hear the voice of the ‘couple’ and pay attention to

their needs and concerns during cancer trajectory.
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Thus, the first hypothesis of the present research that the levels of
psychological states, body image, illness perception, intimacy in relationship, quality
of life and sexual functioning are found to vary in the cancer patient group, and the

partner/ spouse group is accepted.

The relationship between the psychological states, body image perception, illness
perception, intimacy in a relationship, sexual functioning and quality of life in

cancer patients and their partners.

The second objective of the study aimed to investigate the relationship between
the psychological states, perceptions of body image, perceptions of illness, intimacy in
a relationship, quality of life, and sexual functioning of patients diagnosed with cancer
and their partners. It was hypothesized that there would be a relationship between the
study variables among patients diagnosed with cancer, partners of cancer patients, and

between patients diagnosed with cancer and their partners.

Conventional methods for comprehending the psychosocial effects of cancer
characterize the unfavourable psychological conditions and feelings that only the
patient experiences. Patients who are married or in committed relationships report that
their partners go through life's ups and downs, dealing with issues like job disruption,
and psychological morbidities like anxiety, depression, exhaustion, sleep disturbances
(Girgis et al., 2013; De Moor et al., 2017; Geng et al., 2018, Areia et al., 2019).
Therefore, it is imperative to acknowledge the significance of understanding cancer
within the familial and psychological framework. The present study intended to
examine the dynamics of couple relationship and understand the correlation between
the patient and partner dimensions on several psychological variables. The correlation

matrix generated using Pearson’s correlation method (Table 12) and the result section
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provided a thorough explanation of the correlations between the variables in the cancer
patient group, the cancer patient spouse group, and the cancer patient and spouse

groups.

There was a strong positive correlation found between psychological states
such as distress, depression, anxiety and somatization. There is a positive correlation
between psychological states and body image; significant correlation was seen
between anxiety and body image, depression and body image and distress and body
image, where p is found significant at 0.01 level. There was a correlation found
between somatization and body image in the patient group, where p is significant at
0.05 level. This explains that higher the negative psychological states, higher would be
the body image issues, and vice versa. The results supported by a systematic review by
Paterson et al., (2016) conducted with the aim of synthesizing the current state of the
science regarding body image in younger women who have been diagnosed with
breast cancer. A review of thirty-six articles revealed a correlation between
psychological and physical distress and a negative body image. Even though age and
type of treatment had a big influence on body image, it's been shown that younger
women's partner relationships and sex and intimacy were also impacted by body
image. The current study's findings indicate a strong correlation between problems

with body image and negative psychological states.

There was a significant negative correlation found between psychological
states of cancer patients and the quality of life. A high correlation was found between
depression and patient quality of life. Likewise, anxiety, distress, and somatization

were significantly correlated with quality of life in the patient group. This explains that
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higher the score of psychological states such as depression, anxiety, distress and

somatization, lower is the quality of life among the patients diagnosed with cancer.

A study conducted by Mochizuki, Matsushima & Omura (2009) reported an
association between psychological state and quality of life in head and neck cancer
patients during the perioperative period and reported that anxiety was greatest before
surgery, while depression was greatest immediately after surgery. Quality of life in the
physical, and other domains decreased immediately after the surgery, and quality of
life in most of the domains improved in a month time. Another study by North House
et al. (2007) evaluated the psycho-social experiences of patients and their spouses
during the three stages of prostate cancer: newly diagnosed, biochemical recurrence,
and advance stage. The results showed that patients' and spouses' quality of life,
assessment of illness, resources, symptoms, and risk for distress were similar. The
patients’ spouses reported the lowest emotional quality of life, while the patients

themselves reported the lowest physical quality of life.

There was a significant positive correlation found between the psychological
state distress and illness perception, which shows that higher the patient perceives their
illness as threatening, higher would be their distress levels. Saritas & Ozdemir (2018)
conducted a study with a sample of 318 cancer patients and measured illness
perception and anxiety using standardised measures, and illness perception was found
to affect anxiety. According to reports, people who perceived their illness more
negatively tended to experience higher levels of physical symptom distress and lower
levels of optimism. Prior studies conducted by Kaptein et al., (2015) have
demonstrated a clear correlation between the perception of illness and key outcomes

related to cancer, such as symptoms, distress, risk perception, fear of recurrence,
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adherence to treatment, seeking assistance from traditional healers, satisfaction, and
quality of life. Chittem, Norman, and Harris (2015) examined the psychological
reactions of Indian cancer patients who reported knowing or not knowing they had the
disease using the common-sense model of illness representations. According to the
study, patients (54.1%) who were not aware of their diagnosis had higher anxiety and
depression levels. According to moderated regression analyses, there were several
relationships between illness perceptions and anxiety/depression that were stronger

among patients who said they were unaware they had cancer.

Results of the present study with respect to illness perception recorded that
patient’s had scored higher in the ‘treatment control’ aspect of illness perception,
whereas, the scores are low in the item exploring ‘personal control’ of illness. So, they
believed that cancer treatment had a greater control than their personal control for
illness. Soler-Vil, et al. (2009) throw light on how personal and cultural beliefs can
influence whether patients identify a need for help for distress management. Previous
research conducted by Lord et al., (2012) points that patient’s health and cancer beliefs
are known to affect their decision making, treatment adherance, psychological distress

and clinical outcomes.

The experience of cancer disease and treatment brings changes in terms of
one's sexual health and wellbeing. The findings of the present study also show a
correlation between distress and sexual dysfunction which explains that higher the
level of distress among the patients, higher would be the sexual dysfunction. Previous
research studies have also reported psychological distress and sexual dysfunction are
concomitant in cancer. According to the narrative synthesis, Malandrone, et al. (2022),

vulvar cancer has a significant impact and is more common in women. It also has been
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shown to have a negative impact on sexuality from a psychological, behavioural, and
physical standpoint. The above study recommended to implement an integrated model
to address their unmet needs. Whereas, another research (Soleimani et al., 2018)
evaluated Female Sexual Function Index (FSFI) & Female Sexual Distress Scale
(FSDS), and sexual distress and sexual functioning were not found to be related in the
study. The type of cancer, socioeconomic status, and social support are among the

other variables that have been found to impact sexual functioning and sexual distress.

One of the basic psychological needs, according to Thalberg & Maslow (1964)
and Prager (1995), is intimacy. Intimacy in a relationship is explored in the present
research and it was found that emotional intimacy of patients shows a positive
correlation with quality of life which explain that better the emotional intimacy, better
would be the quality of life among cancer patients. The two dimensions - sexual
intimacy and sexual experience have a strong negative association. The results of this
study demonstrate that, among cancer patients, sexual dysfunction rises in proportion
to a decrease in sexual intimacy and vice versa. Here, a high score for sexual

experience points to a high level of sexual dysfunction.

The correlation matrix table demonstrates the significant correlation between
the patient's and partner's (spouse's) psychological states. Significant correlations were
found between depression of patient and partner, distress of patient and depression of
partner, anxiety of patient and depression levels of spouse, distress of patient and
distress of partner, depression of patient and distress of partner. The positive
relationship between psychological states of patient and partner explains that with an
increase in distress, depression and anxiety levels in patients, there is relative increase

in the partners’ distress and depression levels. Prior studies by Chambers et al. (2013)
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detail the frequency of psychological distress in couples following localized prostate
cancer and highlight the differences in distress correlates between patients and female
partners. Whereas her partner's degree of distress matters most to female partners,
masculine self-esteem is the most important factor for men. The lived experiences of
breast cancer patients are discussed in another study by Sprung, Janotha, and Steckel
(2011). Couple distress is also covered, and the authors stress the importance of
identifying couples who are at high risk of experiencing severe relationship distress
and of being aware of the "silent suffering™ that cancer patients and their partners
endure. Finally, the authors stress the need for health care providers to implement

effective treatments to address couple distress.

There was a significant positive correlation between body image of patient and
partners’ perception of body image of the patient, which indicated that when the
patient reported severe body image issues, the partner(spouse) also perceived that
severe body image issues were perceived by the patients. The patient body image is
also positively correlated with illness perception of spouse which explains that when
patient reports high (severe) body image issues, the perception of the partner about
patients’ illness perception as more threatening was also high and vice versa. Previous
studies exploring body image and illness perception in cancer patients and caregivers
have similar findings. According to a study by Chiu et al. (2023), breast cancer
patients' perceptions of their condition, level of resiliency, and body image were
examined over a five-year period. The results of the study demonstrated a strong
correlation between resilience and either body image or illness perception, and they
also demonstrated that, because illness perception is mediated by body image,

improved resilience is highly predicted by illness perception.
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Body image has an impact on intimacy in a relationship, and a previous study
conducted by Male, Fergus & Cullen (2016) describes that a substantial proportion of
women endorse difficulties with body image issues, and sexual and reproductive
problems, and these are influenced by a range of factors such as age, illness stage,
treatment, relationship status, and others. It was found in the study that compared to
the healthy population, women with breast cancer had a worse perception of their
bodies and a higher incidence of sexual dysfunction. Patients' perceptions of their
bodies and their partners' levels of social, sexual, and conventional intimacy are
significantly correlated. Similarly, there is a positive relationship between a patient's

body image and their partners' quality of life.

The current study found a positive correlation between a patient's quality of life
and their partner's level of sexual intimacy. This means that a patient's quality of life
would rise in proportion to an increase in sexual intimacy as reported by their spouse
or partner. A positive correlation has been observed between patient emotional
intimacy and partner Quality of life (0.432) which explains that as the emotional
intimacy increases in patient, the quality of life improves in partner. A study conducted
by Gleneara &Taub (2016) describes one of the most important types of intimacy
during cancer treatment is emotional intimacy. Maintaining an open communication
through treatment will help to reduce the feelings of resentment, anxiety, guilt, with

drawl, helplessness, and over all stress for both patient and partner.

In a qualitative study based on focus group discussions, Sanders et al. (2006)
describes the long-term intimacy needs in cancer patients. The couples shared their
opinions about their current intimacy and relationship needs as well as their individual

and pair experiences. The study's conclusions highlight the gender-specific needs of

177



individuals and place special emphasis on the intimacy and relationship needs that are
particular to each gender and pair, with special emphasis on the needs for intimacy and
relationships that are specific to each gender and pair. However, Intimacy in cancer
patient and spouse is not much discussed, especially in the Indian context where
family needs are considered more important and attended first than intimacy in a

relationship between the couple.

A substantial positive correlation was found between the patient's and spouse's
quality of life, indicating that when the patient's quality of life increases, the spouse's
quality of life also tends to improve accordingly. In a longitudinal study (Song et al.,
2011), the quality of life of partners and patients with prostate cancer was examined. It
was discovered that as a couple's uncertainty and the patient's sexual and hormonal
symptoms related to prostate cancer decreased, as well as their social support and
dyadic communication related to cancer increased, so did the couple's quality of life.
There was a significant positive correlation between patient sexual functioning and
spouse sexual functioning which demonstrates the journey of intimacy together. Reese
(2011) noted in his research that regardless of the survivor's prior sexual history,
partners of cancer patients have reported worsening sexual functioning following the
disease. The study conducted by Gilbert et al. (2011) revealed that the couples' sexual
relationship has been negatively impacted by inadequate communication, performance
anxiety, fear of rejection, lack of sexual desire, partner distress and fatigue, and role
strain. Although the changes in sexuality were linked to reports of sadness, anger,
rejection, self-blame, and a lack of sexual fulfilment, there were also positive effects
like accepting the changed sexual relationship, according to Sandquist et al. (2009),
who explored changes in sexuality and intimacy after the diagnosis and treatment of

cancer.
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Previous research by Hordern &Street (2007)) narrates that diagnosis of cancer
may change the way a person feels about themselves, their body, and their significant
relationship with others at sexual and intimate levels. In a study, Wittmann (2016)
looked at partner and relationship issues as well as emotional and sexual health in
cancer patients. According to the study, a "couple™ is defined as a unit that is adjusting
to how cancer has affected their most personal relationship aspects, such as their
sexuality. Cancer related- distress management and recovery of sexual intimacy are the
two areas that emerged in the findings of the study. The study emphasises on the need
to implement appropriate measures and interventions including partners to attain a

‘new normal’ in sexual health care aspect in cancer.

To summarise, the correlation matrix explains that there is a significant
relationship between the variables such as psychological state, body image, illness
perception, intimacy, sexual experience and quality of life in the patient group, partner
group, as well as between patient and partner group. Thus, the second hypothesis that
there exists a relationship between cancer patients’ and partners’ psychological states,
body image, illness perception, intimacy, sexual functioning, and quality of life is

accepted.

Further, t-test was performed with data collected from the patients diagnosed
with cancer and their partners, that are paired together (as a couple). The dyad, being a
couple will share common experiences such as psychological states, perception related
to body image, illness perception, intimacy, quality of life and sexual functioning and
may have common factors (may be hidden) in the responses of the patient and the
partner. Paired t-test results (Table 13) show significant mean differences for the

variables, excluding the mean differences for social intimacy, intellectual intimacy,
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and convenience scale. This points out that the intimacy generated in couples due to
intellectually stimulating as well as recreational activities, as well as the socially
desirable answers given to the sets of questions in personal assessment of intimacy in a
relationship (PAIR) by cancer patients and their partners are similar, and there are no
variances in the responses recorded in the study. The results indicate the need for
opening communication and engaging them in activities that are enriching and
entertaining for them to attain normalcy in their relationship and improve intimacy.
Researchers Reisman & Gianotten (2017) looked into the sexual effects of cancer and
treatment. They found that while sexuality may not be a cancer patient's primary
concern, over time, changes in sexual function and relationship problems cause
patients to realize the effects of cancer and treatment on sexuality. As a result, a
stepdown regression approach was used along with multiple linear regression analysis
to predict the contributors. Their work provides insights and information to equip the
healthcare providers and physicians to offer effective treatment to address the sexual

and relationship concerns.

A significant correlation was found between the dimensions of patient and
spouse in the present study. As a result, a stepdown regression approach was used
along with multiple linear regression analysis to predict the contributors. Regression
models (Table 14 &15) explained that lower levels of negative psychological states
predict a better quality of life for the couple. The model explains that a lower value of
negative psychological state such as distress, anxiety, better functionality, recreational
intimacy in patients, and lower levels of depression in the spouse predicts better
quality of life. Spouse depression emerged as an important predictor for Patient’s
Quality of life in the current research. On the other hand, the spouse/partner’s quality

of life is shown to be determined not only by their psychological states such as
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depression, partner’s perception about patient’s illness perception and body image, but
also social intimacy in partner was observed as a predictor for quality of life.
Eliminating patient’s variables in the step own regression model, it was observed that
the patient’s recreational and intellectual intimacy emerges as an important predictor
for spouse quality of life. This emphasises the need for developing intervention to
reduce the negative psychological states of both patient and partner, improve cognitive
representation of body image, and illness perception and also engaging the couple in
intellectually stimulating and recreational activities to establish intimacy that will help

to improve quality of life.

It is understood from the results (Table 16) that Patient’s sexual experience or
sexual functioning aspect may not match with the spouse’s sexual experience/
functioning. The emotional interpretations of sexual experiences may be different, thus
contributing to the differences in the values of patient data and spousal data. The
results (Table 17) also demonstrated that patient seems to have given greater socially
desirable answers/ responses, which predicted lower sexual satisfaction in spouse. Out
of embarrassment, patient may have given socially desirable answers, while actually

the couple have sexual dysfunction.

In a qualitative study, Lindau et al. (2011) investigated the perspectives of
cancer patients and their partners on how lung cancer affects emotional and physical
intimacy, as well as the ways in which intimacy influences the experience of living
with cancer. The study detailed how clinical care providers and married couples with
lung cancer communicated about intimacy and sexuality. Care providers and couples
affected by cancer report that sexuality issues are extremely common, but few are

reported. Despite not being able to physically be with their spouse, the couples talked
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about the negative effects of cancer and its treatment on their bodies and minds as well
as its benefits, which included an increase in their appreciation for each other.
According to previous research (Baucom et al., 2015), a couple's capacity for effective
communication is crucial to their ability to adjust to the experience of illness. Thus,
apart from Psycho-education for the information needs and Yoga Nidra for the
psychotherapeutic healing process, facilitating couple interactions and encouraging
participation through activities emerges as an important component in the couple

intervention for the present research.

For a better understanding and interpretation of data (couple data), Hierarchical
cluster analysis, and dendrogram representation is made in Figure 18. Using
Dendrogram, the variables or features are clustered together based on the data of
cancer patients and partners, N=115 couples, v/f=30 (15 related to patients and 15
related to partners’ variables or features. Taking tolerance as 3.5, a total of six clusters
are formed. The first cluster is formed by grouping the variables 12 to 3. In this cluster,
the variables such as illness perception, quality of life, all types of intimacy, sexual
experience/functioning of both the patient and partner; the psychological states of the
patient such as distress, depression, anxiety and somatisation as well as body image of
partner are similar, which means the responses recorded and scores obtained by the
subjects for these variables or features are similar. Variables 7, 27, 8, and 9 represent
Partners’ distress, depression, anxiety and recreational intimacy and are grouped as the
second cluster. Cluster two represents the partner’s responses and the patient’s
responses do not find any similarity with the spouse/partner’s responses. The rest of
the variables 11, 1, 10, and 6 (Patient body image, Patient performance scale, Partner
somatisation and partner performance scale) stand apart as the individual cluster. This

explains that the responses for these variables such as Patient body image, Patient
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performance scale, Partner somatisation and Partner performance scale are not similar
and the scores obtained by the subjects are not similar. Previous research on cancer
patients and partners does not seem to have explored such details, and the present
study provides the information and insights regarding the emotional representation of
cancer disease in couples dealing with it, and also brings up their concerns pertaining

to body image issues, intimacy and sexual functioning.

Thus, in the light of Descriptive analysis, Hypothesis testing (Correlation, &
Paired t-test), Inferential Statistics (Multiple Linear Regression), and Hierarchical
cluster analysis (Dendrogram) in the first phase of the study, an intervention design is

conceptualised for the second phase of present research.

Objective 3 aims to develop a health psychology intervention focusing on
improving the negative psychological states, body image. Iliness perception,
intimacy in a relationship, quality of life and sexual functioning among cancer

patients and their partners.

Studies indicate that although physical and psychological symptom screening
is included as a standard protocol in cancer care, however, evidence-based
psychosocial interventions and a systematic response to the distress screening are not
combined to comprehensive cancer care (Vitek, Rosenzweig & Stollings 2007; Ceres
et al., 2018; Sender et al.,2020). Recently, Sexual health and relationship needs are
acknowledged and accepted as an important aspect in Oncology setting (Gorman et al.,
2022). Cancer-related somatic effects related to sexuality have been found to
frequently result from treatment side effects or the disease's progression. The
associated psychological factors are distress, body image changes, illness perception,

low sexual self-esteem, and the social factors such as intimacy in a relationship,
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mutual support, openness, sexual and intimate behaviours are partnered in the couple

dealing with cancer. Hence, development of couple- intervention seems to be the need.

For developing psychological intervention for couples in the Phase Il of the
study, it becomes important to recognize the ‘relationship intimacy model’ to
comprehend how relationship variables affect the psychosocial adaptation to cancer
(Reiss & Shaver, 1988). The model places a strong emphasis on partners relating to
one another as "spouses" as opposed to “patients” and "caregivers." The model
integrates research from social and clinical psychology and considers important
sociodemographic elements, including age, education, cultural characteristics,
diagnosis and treatment phases, and life stages. The relationship-intimacy model also
highlights how crucial it is for both partners to work toward keeping the relationship
stable in order to improve it. The intimacy interpersonal process model is another
model that is pertinent to the research. The definition of intimacy, according to Manne
et al. (2004), is the process through which a person communicates significant, self-
relevant feelings and information to another person and, based on that other person's
response, feels heard, validated, and cared for. This model highlights two essential
elements of close relationships: partner responsiveness and self-disclosure. "Intimacy"
was assessed as a mechanism by Manne, Badr & Kashy (2012) for the effects of
relationship-enhancing and relationship-compromising communication on a couple's
psychological distress. The study's conclusions showed that a couple's psychological
distress can be significantly impacted by how they discuss cancer-related issues and
how much one or both partners choose to keep the conversation about cancer-related
issues to themselves. These factors can either increase or decrease relationship

intimacy. Thus, from both clinical and psychological perspective, it is found necessary
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to develop couple-focused psychological intervention and must target specific ‘issues’

and address the relationship and needs of both partners.

The results section presents the description of developed intervention in the
second phase of the research. The intervention is conceptualised with a relational
approach, including both the patient and partner needs, and a ‘CARE Model’ has
evolved. The psychological intervention package based on ‘CARE’ model includes
three components: Psycho-education, Yoga Nidra (Indigenous method of
Psychotherapeutic healing) and Couple activities. CARE Model focuses on
empowering couples with Psychoeducation, provides healing touch with Yoga Nidra,
and reviving relationship, couple-communication & interaction with couple activities,

enhancing their quality of life and lessening psychological discomfort in the process.

In order to improve psychological effects, quality of life, and sexual
functioning in patients with gynaecological cancer, Chow et al. (2016) conducted an
investigation into evidence-based research on psychoeducational intervention. The
results of the study indicate that psychoeducational therapies are useful in treating
depression symptoms and enhancing the mental health of gynaecological cancer
patients. Previously, Barre et al. (2018) investigated the relationship between stress
and cancer patients' quality of life. They developed a medical and psychological
intervention, and oncologists helped design the psychoeducation modules and
materials. For the current intervention study, in the same line, a comparable
representation that combines audiovisuals and print and visual psychoeducational
materials was created specifically to raise awareness about sexual health and intimacy
among the cancer-affected couples. The psychoeducation module for the present

research included comprehensive cancer care segments that imparted knowledge about
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self-care regime, instructions for better pain management, and cancer related fatigue
that are frequently reported among cancer patients, addressing distress reduction and
disturbed sleep pattern, adherence to a healthy diet and activity, improving
communication and expressing intimacy needs in cancer. Thus, the psychoeducational
modules are based on biopsychosocial model for cancer care, integrating biological,

psychological and social factors that plays a significant role in health and disease.

In a study, Andersen et al. (2007) assessed how psychological intervention
reduced distress and noted that cancer patients’ health had improved. by reducing
patient’s emotional distress (psychological), and enhancing their functional
immunity(biological), and improvement in performance status and symptomatology,
including toxicity from cancer treatments (health outcomes). The present research
implements the indigenous Indian relaxation method called ‘Yoga Nidra’, a
psychotherapeutic practice that involves a specific set of steps for the guided
meditation and visualisation, which evokes relaxation response within the body and

mind.

Cancer patients may benefit from using Yoga Nidra as a therapeutic approach.
“Yoga Nidra’ or ‘yogic sleep’ is a ‘Pratyahara technique’ in which the distraction of
mind is constrained, and the mind goes to a deep relaxed state, which is named as’
hypnagogic state of sleep’. This induces a calming effect on body and mind and has
profound benefits in treating chronic illness, psychological disorders, and psycho
somatic diseases. ‘Shavasana pose’ preparation is the first step in the practice. Next, a
person makes a personal commitment to action, or ‘Sankalpa’, regarding their
resolution. Subsequently, one focuses attention on different body parts (physical level),

takes breaths (breath level), remembers different emotions and sensations (mind level),
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visualizes using guided imagery, restates the personal resolution (Sankalpa), and ends

with the practice feedback session (reflect on the experience).

Ananad, George and Raj (2015) have established the effectiveness of Yoga
Nidra on improving quality of sleep on cancer patients. D’Cunha et al. (2021)
describes how Yoga Nidra is helpful in mitigating stress in women undergoing curative
radiotherapy for cervical cancer. The neuro-psychobiological response to stress, the
management of symptoms through clinical hypnosis and meditative states, and anxiety
and psychosomatic symptoms in palliative care are the topics of another research
(Satsangi & Brugnoli, 2018). While Kumari, Pandey, and Tripathi described the
therapeutic practices of yoga Nidra and its psychological impact in treating physical
and mental illnesses, Ozdemir & Saritas (2019) looked into the impact of Yoga Nidra

on issues of self-esteem and body image.

Patients with cancer frequently report fatigue, pain, side effects from treatment,
and emotional distress, which frequently takes the form of anxiety, depression, and
fears of dying or the disease progressing (Rosenberg et al., 2014). Similar periods of
stress and uncertainty are experienced by partners of cancer patients, and research
(Baucom et al., 2012) indicates that communication within a couple aids in the
patient's and partner's adjustment to their illness. Heinrichs et al. (2012) talked about
not only about cancer education, but also couple skill intervention for cancer distress
reduction. In the present study, couple activities were structured to improve couple
communication and compassion, accepting and aiding each other, reviving the
relationship, and restoring harmony, generating emotional support, enhancing
emotional health and empowering one another while dealing with the challenges of

cancer. Couple-based interventions have been shown to be beneficial for cancer-
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affected couples (Regan et al., 2012). These interventions were most successful in
enhancing couple communication, reducing psychological distress, and enhancing
relationship functioning; however, they had little effect on social adjustment or

physical distress.

Thus, the third objective to develop a health psychology intervention is attained
integrating indigenous method of relaxation (affective component), Psycho-education
(cognitive component), and couple activities (conative component) to enhance
psychological states, body image, illness perception, intimacy, quality of life, sexual

function in cancer patients and their partners.

The fourth objective of the study is to administer the developed intervention on
cancer patients and their partners, and do a pre-intervention assessment and
post-intervention assessment to determine the effectiveness of the developed

intervention.

The fourth objective to administer and test the developed intervention is done
in the Phase Il of the study. The hypothesis was made that there would be a positive
impact of developed intervention on patients diagnosed with Cancer, and their partners.
The results showed improvement in psychological states, body image, illness
perception, quality of life, relationship and sexual functioning after administrating the
developed psychological intervention on cancer patients, and their partners. The
following paragraph discusses the impact of modules of health psychology intervention

developed for the couples in the present research.
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Impact of Psychoeducation on Couple dealing with Cancer

Cancer information scale for couples with cancer was constructed to evaluate
the myths and misconceptions about cancer, and psychoeducational modules was
developed to address the misconceptions related to cancer and sexuality for the present
study. The paired t-test done with respect to CISCC (Cancer Information Scale for
Concerns of Couple dealing with cancer) demonstrates the substantial difference in
cancer patients’ CISCC scores between the pre- and post-psychological intervention
assessment (PIA). This suggested that patients’ misconceptions were less prevalent
during the post-psychological intervention assessment (PIA) than they were during the
pre-PIA (PIA). The CISCC scores of spouses of cancer patients also showed a
significant difference between the pre- and post-psychological intervention assessment
(P1A) periods. This suggested that patients'’ misconceptions were lower post-
assessment (PIA) than pre-assessment (PIA). Therefore, it is discovered that
psychological intervention has a significant impact on dispelling myths and

misconceptions among cancer patients and their partners.

In the present study, cancer patients and their partners were provided with
factual knowledge to have an understanding about the disease, and comprehensive
cancer care, including self-care, effective method for pain, and cancer related fatigue,
adherence to diet and daily activity, and breaking the taboo of not sharing personal
space, and expressing love and affection; such couples were found to have more clarity
with reference to the myth and misconception, and look forward for a normal and
happy life. Information booklets, audio visuals where doctors and psychologists help
them to understand the sexual health aspect helped to reduce their anxiety, stress, and

provided the information needed to attain normalcy in their life. Prior research
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indicated a significant contributing factor to distress was a lack of knowledge, making
information about their illness and available treatments crucial (Boberg et al., 2003).
Research has also shown that psychoeducation is economical. A study conducted on
breast cancer patients (Dolbeault et al., 2009) showed that a psychoeducational
intervention could be both feasible and successful in minimizing the side effects of the
treatment. Research on psychoeducational intervention and its benefits is presented by
Fowzy & Fawzy (1999). It also confirms that psychoeducation is a valuable strategy
that can increase treatment compliance in the early stages of diagnosis (Roter et al.,
1998) and lessen symptoms like depression, anxiety, pain, nausea, and vomiting
(Devine & Westlake, 1995). In an older study, Compass et al (1998) examined a
sample of psychological interventions from health psychology that have been
scientifically proven to be effective in treating diseases like cancer and chronic pain.
Psychoeducational intervention is found to be helpful in promoting a better quality of
life and symptom experience among 48 female breast cancer survivors as they
transitioned to survivorship as reported by Park & Bae (2017). Guarino, et al. (2020)
point out the effectiveness of psychological treatments in women with breast cancer,
explaining that women's sexuality is affected by breast cancer diagnosis and treatment
in a variety of ways, both physically and psychologically., and recommends
incorporating psychological treatment to attend to the sexual concerns of couples

affected with cancer in the comprehensive cancer care.

Impact of “Yoga Nidra’- as a Psychotherapeutic intervention

Yoga Nidra is an indigenous method of healing that combines elements of
cognitive and behaviour therapy with guided imagery, and mindfulness training. Result

section shows a deeper relaxation response generated with Yoga Nidra. The paired t-
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test done with respect to scores of relaxation using a Visual Analogue Scale (VAS)
demonstrates the substantial difference in cancer patients' VAS scores between the pre-
and post-psychological intervention assessment (PIA). The effect size of the
psychological intervention is found to be medium in the spouse group and large in the
patient group. Thus, both the patient and partner group are benefited with Yoga Nidra

as a psycho-therapeutic healing experience.

Yoga Nidra has four distinct levels of effectiveness in the treatment of cancer.
First, by using the visualization technique to release the subconscious and unconscious
matter that has been repressed, which aids in bringing the repressed unconscious
matter into the present moment of awareness. Secondly, by pranic healing by
awakening the subtle bio-plasmic energy ‘prana’. Third, by mental healing through the
technique of visualisation, and activation of dormant mental power. When the body
and mind is constantly visualised to be healthy and active, the inherent capacity of
mind unfolds and actual healing begins. Fourthly, by promoting will power and
optimism by making a ‘Sankalpa’. The positive affirmation changes all the negative
repercussions, and brings a new light and energy to one’s life. As a result, the Yoga

Nidra technique has curative, promotive, and preventive effects.

According to the findings of the current study, the training and instructions
given for psycho-therapeutic relaxation “Yoga Nidra’ by the health psychologist, and
the subsequent supervision and interaction with the professional psychologist have
contributed to improved sense of relaxation, and motivated the couples to continue
their practice with the same enthusiasm on their own after being trained. The practice
of Yoga Nidra for 6 weeks, that included 2 weeks of training and 4 weeks of practice

has shown immense benefits not only in inducing deep relaxation, but also in clearing
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of repercussions in their mind. A single disturbing thought about body image, or
perceiving illness as a threat can cause a chain reaction, and disturb the physiological
parameters of body and mind. Yoga Nidra’s most powerful technique of substituting
negative thoughts with a positive affirmation to bring a sense of peace and acceptance
to the individual. The couples were trained to practice “Yoga Nidra’ together, and this
seems to have a strong bond and sense of belonging to one another, thus helped to

improve intimacy.

Studies support the usefulness of relaxation techniques as a part of
psychological intervention. Empirical studies conducted over the course of fifty years
or more have shown the advantages of relaxation training, even in the acute stage of
cancer treatment (Cotanch, 1991; Carey & Burish, 2004). Previous research (Andersen
et al., 2004; Shaprio & Recht, 2001) explains the burden of distress experienced by
cancer patients. To reduce distress and maintain treatment compliance, Holland and
Alici (2010) suggested psychosocial and behavioural interventions in addition to
pharmaceutical ones, as doing so significantly improves the quality of cancer care.
Psychological interventions have been found to be helpful in reducing the emotional

distress experienced by cancer patients

Impact of Couple activity

The present study explores and identifies the barriers that has reduced couple’s
interaction, communication and intimacy, thus takes a pragmatic approach to
overcome the difficulties through a personalised activity schedule. Beginning from
simple tasks of participation in daily activities, such as being together and spending
quality time with one another, recollecting past memories and sharing their

experiences, the couple activities slowly progressed to ‘stress communication” where
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couples were encouraged to express their worries about the present situation and
challenges after cancer diagnosis, and treatment. The barriers for sexual health and
functioning reported by the patients were majorly physical symptoms such as pain,
discomfort, fatigue, and general debility. Psycho-social concerns such as worries and
apprehension about total cure, stigma about cancer, misconception not to get closer
with spouse, body image issues, loss of libido, low self-esteem, and lack of hope about
future were expressed. The apprehension and worry about future, and concerns such as
body image issues and sexual concerns were expressed, and the researcher addressed
some of them and suggested to seek medical opinion and treatment by the consulting

doctor.

Emotional intimacy as a key drive towards the sexual activity was explained in
Basson’s Sexual model (Basson, 2001; 2015). Previous research conducted by Dorval
et al. (2005) also reported that couples have disclosed that cancer have brought them
emotionally closer to one another. Previous research that focused on couple
intervention comprises mainly of psycho-educational modules, along with some
exercises for the couple focusing on general improvement, and adaptation with cancer
(Li et al; 2020; Wettergren, et al; 2020), whereas, the couple activities in the present
study helped to overcome the barriers, which are biological (somatic symptoms),
psychological (unexpressed worries), social and cultural (stigma about cancer). The
activities generated cohesion, cooperation, and compassion between the couples, thus
generating emotional intimacy, trust and affection for one another, and facilitated in

reviving intimacy in the relationship.

The World Health Organization (WHO, 2006; Edwards & Coleman, 2004)

states that "Sexual Health emphasizes the integration of the somatic, intellectual, and
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social aspects of sexual being in ways that are positively enriching and enhance
personality, communication, and love." Traditional conceptualizations of sexuality are
based on the "biomedical model,” which treats the disease process in terms of the
sexual response cycle (Decker, 2002). However, due to the complexity of how cancer
affects sexuality, a full understanding of post-cancer sexuality concerns is required,
and the traditional "bio-medical model"” is unable to provide this understanding. It was
crucial to conceptualize a "bio-psychosocial model” that integrates biological,
psychological, and social factors and the cultural context in which these symptoms

manifest to create an effective intervention to deal with these symptoms.

Studies like Mercadante et al. (2010), Kingsberg et al. (2017), and Sadovsky &
Nusbaum (2006) offer a concise summary of the biopsychological conceptualization of
sexuality after cancer. These studies highlight the connections between cancer and
sexual functioning. Post-cancer somatic changes in sexuality that are frequently
encountered and have a biological basis include erectile dysfunction, early menopause,
painful sexual relations, low libido or sex drive, and sterility. Surgery, radiation,
chemotherapy, or hormonal cancer treatments frequently result in these physical
changes in sexual functioning, which are caused by nerve or organ damage or a
disturbance of hormone balance (Tierney, 2008). Additional research (Henson, 2002;
Reese et al., 2011) clarifies that side effects from treatment, like pain, nausea, and
fatigue (CR-F), can also affect a person’s desire and ability to engage in sexual activity:.
Another research shows that psychological issues like anxiety, depression, altered
body image, and distress are frequently present and can contribute to low desire,
erectile dysfunction, and lower sexual self-esteem (Andersen, Woods & Copeland,

1997; Stein, Syrjala & Andrykowski, 2008).
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Researchers such as Gilbert, Ussher, & Perz (2011) and Pelusi (2006) provide
an explanation of the negative impact of body image on sexual health and the research
done on female breast and gynaecological cancer survivors. According to Galbraith &
Crighton (2008) and Pelusi (2006), physical modifications such as hair loss, weight
gain or loss, organ mutilation, scars from surgery, and altered appearance can all lead
to diminished perceptions of masculinity or femininity. According to another study
(Duffy, Allen, & Clark, 2005), survivors of cancer struggle with questions like "Can |
have biological children?" and "Will my partner be disappointed?” as well as "How
can | explain this to others.” Thus, changes to body image, and identity owing to
cancer may negatively affect the *sexual self-schema’, and may cause lowered sexual

self-esteem which may lead to sexual complications (Yurek, Farrar & Andersen 2000).

Social factors are crucial in determining sexuality and intimacy in couples
coping with the effects of cancer, as many intimate and sexual behaviours are shared
by the partners. Research shows that a couple's pre-treatment relationship satisfaction,
intimacy, mutual support, and open communication predict post-cancer intimacy
(Manne et al; 2011). Another important aspect is to understand the constructs of
sexuality and intimacy in cancer. Previous research (Hordern & Steel, 2007; Hordern,
2008) emphasizes on the need to regard patients as people with sexual and intimate
needs, and health professional must engage in communicating about sexual concerns
and related issues in the clinical setting, and initiate action to address to the intimacy

needs in cancer.

The 'CARE Model' intervention provides psychotherapeutic healing for the
body and mind by addressing the psychological and social factors that impact sexual

functioning and overall quality of life. The myths and misconception pertaining to
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cancer and sexual functioning were assessed, and psychoeducation modules specially
developed to address these concerns were imparted to them, thus emphasizing on
improving psychological health, intimacy in relationship, and quality of life. The
psycho-education modules, along with practice of therapeutic Yoga-Nidra, and couple
activities focused to help in their recovery from cancer and reviving relationship and
intimacy, and improving quality of life in a significant manner. The couples had given
the feedback that the training provided to them helped to open communication, and
express their feelings to one another. While Psycho-education focused to equip with
the knowledge of cancer care, Yoga Nidra helped in psycho-therapeutic healing and
couple-based activities facilitated the couples to walk holding each other’s hand
through the journey of cancer, being compassionate and caring for each other. Thus,
the third and fourth hypothesis that there would be a positive impact of developed
psychosocial intervention on patients diagnosed with cancer and their partners is

accepted,

Conclusion

Cancer is more than just a disease that can be described in terms of organ,
tissue, and cell pathology. When discussing cancer, it is important to consider how
family, friends, society, and religion view the underlying illness. By focusing on the
psychological, social, and spiritual factors that affect cancer patients' and their loved
ones' quality of life, the specialty of psycho-oncology plays a crucial role in a
multidisciplinary approach to cancer care. The understanding and conceptualization
of cancer by the patient and family members plays a major role in the healing and

recovery process. For the best psycho-social care, routine cancer care, rehabilitation,
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and treatment should all employ an interdisciplinary, patient-centered

comprehensive cancer care model.

The present study is specific to the culture, and more suitable in the Indian
milieu addressing the concerns of couple dealing with cancer. The present research
explores the affective, cognitive and conative aspects of psychological and sexual
health concerns in couples affected with cancer. The study is unique, conceptualised
with a relational approach in developing an effective health psychology intervention

with a biopsychosocial perspective.

Effect of developed interventions such as Psycho-education, Yoga Nidra and
Couple activities were evaluated by doing a pre and post assessment of questionnaires
CISCC, VAS and couple activity participation, and response sheets. Reducing myths
and misconceptions among cancer patients is found to be a significant benefit of
psychological intervention. The CISCC scores of spouses of cancer patients also show
a significant difference between the pre- and post-psychological intervention
assessment (PIA) periods. The effect of psychological intervention is substantially
large in eliciting relaxation responses by yoga nidra among cancer patients. The
relaxation response generated with the psychotherapeutic intervention "Yoga Nidra"
among cancer patients and their partners was recorded with a visual analogue scale.
When it comes to helping spouses of cancer patients relax, psychological intervention

has an average/ medium effect.

The developed intervention is tested and found effective in addressing the
psychological, and sexual distress in the couples diagnosed with cancer, thereby,
improving their quality of life. The mean differences between the pre- and post-

psychological intervention assessments (PIA) of psychological states, perceptions of
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body image, illness perception, intimacy in relationship, sexual functioning, and
quality of life are statistically significant. There is a substantially large effect of the
developed psychological intervention in most of the dimensions, except that it shows
medium effect on Body image perception, Sexual intimacy, Quality of life, and Sexual
(dys)functioning among cancer patient group. Likewise, the developed intervention
pre-test and post-test analysis shows a large effect of the developed psychological
intervention in most of the dimensions, except that the effect size is found to be small
in social intimacy, and effect size is medium on Quality of life among the partner/

spouse group.

Implications & Recommendations

The study provides testimonial to develop an integrated approach for cancer
care, which is based on biopsychosocial perspective, and integrates indigenous method
of healing through “Yoga Nidra’, ‘Psycho-education’ and ‘Couple-activity schedule’ is

developed with the guidelines of cognitive and behavioural principles in psychology.

Cancer patients being vulnerable to psychological distress and sexual
dysfunction is a fact largely accepted and acknowledged. Somehow, it was not been
adequately addressed. Sexual dysfunction can appear in all phases of cancer,
commonly known as physiological origin and as a result of oncology treatment and
surgery. Whereas, psychosocial factors like psychological states, illness perception,
body image issues, dimensions of the relationship, and quality of life are also largely
known to contribute to sexual functioning among patients diagnosed with cancer. But
there is a lacuna of research in this area. The present research examined the
psychosocial correlates for sexual functioning and developed an effective psychosocial

intervention integrating psychology and indigenous methods of yoga, mindfulness
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meditation and relaxation. Considering the Indian milieu, this study is of much
significance and has larger implications to address the typically unsaid sexual concerns
of increasing numbers of cancer patients and their partners. This will also pave the way
to further consider dimensions like “sexual” in the broader definition of health, thus
adding to the holistic health perspective that needs to be contextualized to current

times.

Dissemination Plan

Based on the findings of the study, the knowledge of the result will be
disseminated through publications in the standard psychological journals; awareness
programs to the target sample in hospitals and clinics; intellectual & academic
sharing, and support from health teams targeting a holistic health perspective for

care and cure of cancer.

Limitations and Future Direction

The findings recommend the need for applying such relevant psychosocial
interventions as an integral part for holistic cancer care. The following points can be
mentioned as the limitations of the present study, which can be considered for

improvement in future research.

1. Although no scope to have a larger sample for this study, but the assessment of
the effectiveness of intervention on a larger geographical area, on a wider

perspective is suggested.

2. It is noticed in the present study that the patient’s sexual experience or sexual
functioning aspect do not match with the spouse’s sexual experience/ functioning. The

emotional interpretations of sexual experiences may be different, thus contributing to
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the differences in the values of patient data and spousal data. So, the tools to capture

the sexual functioning aspect in an implicit manner would be more appropriate.
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APPENDIX B

INFORMED CONSENT FORM
Centre for Health Psychology
University of Hyderabad

What is this study about?

The present study is done in the process of measuring “Psychosocial correlates of
sexual functioning in cancer patients and partners — Role of an intervention” We will ask
you for some questions to examine psychological and social factors influencing sexual
functioning . As a first step, we approach general socio-demographic details. Further, you will
be asked to give answers/ rating on a few rating scales measuring the above mentioned study.
You may be approached for about 2-4 sessions for a duration of 15-20 minutes each.

Why the patients participate?

The population of the cancer patients is increasing at a fast rate in India as well as
worldwide, and they are a significantly large segment of any nation’s population. Sexual concerns
are prevalent in large growing population of young adult cancer patients & survivors. Having
known the medical causes, it is important to examine the psychosocial correlates of sexual
functioning in patients diagnosed with cancer along with their partner. To develop suitable
psychological intervention targeted to reduce distress and improve sexual functioning are some of
the important aspects of this study. Those who are willing to participate in intervention/ therapy,
can continue by signing the informed consent.

Why we are approaching you?

As a part of this study we propose to collect the information of psychosocial correlates
of sexual functioning in cancer patients. A few questions pertaining to psychological distress,
illness perception, body image, relationship, quality of life, sexual functioning among cancer
patients and partners are important .As a part of this, you are approached.

Is your participation a must throughout the study?
Please note that you are free to withdraw from the study at any point of time wished by you.

Confidentiality:
The information thus collected will be used exclusively for research purposes and the
identity will be confidential.

Any potential risks?

There are no potential risks. Since this is a scale measuring psychosocial factors of sexual
functioning in cancer, the statements in the scale are in the same direction. In case of any
emotional distress felt, your investigator may choose to halt the session or you may withdraw
from the study.. Any such emotional distress will be attempted to be addressed by the trained
investigator. After the completion of the test, debriefing will be done. In case you have any
doubts/ require clarity, please contact the investigator.

Name

Signature of the Participant




DEMOGRAPHIC DATA FORM

Participant Details

1.Name:

2.Age/Gender:

3.Marital status: Single / Married / Divorced / Others

4.0ccupation:

5.Socio-economic Status: Upper SES / Middle SES / Lower SES
6.Religion:

7.Language spoken:

8.Place of living:

9.Category of Cancer :

10. Stage ( as per medical records):

11.Life style Habits : Smoking / Alcohol / Recreational drugs / Any others.
12.Family Characteristics:

Relationship of Primary care giver : Spouse / Parents / Sibling / Children
Spouse details:

Name

Age

History of illness ( if any )

Address for correspondence:

Phone/ Mobile No:



ECOG PERFORMANCE STATUS

Grade | Statements

% Fully active, able to carry on all pre-disease performance without restriction

I Restricted in physically strenuous activity but ambulatory and able to carry out
work of a light or sedentary nature, e.g., light house work, office work

2 Ambulatory and capable Of all selfcare but unable to carry out any work
activities. Up and about more than 50% of waking hours

3 Capable of only limited selfcare, confined to bed or chair more than 50% of
waking hours

4 Completely disabled. Cannot carry on any selfcare. Totally confined to bed or

Dead




4DSQ

The following is a list of questions about various complaints and symptoms you may have. Each question refers to
the complaints and symptoms that you had in the past week (the past 7 days, including today). Complaints
you had before then, but no longer had during the past week, do not count.

Please indicate for each complaint how often you noticed that you had it in the past week by putting an “X” in

the box under the answer that is most appropriate.

very often or
no sometimes regularly often constantly

During the past week, did you suffer from:
dizziness or feeling light-headed?
painful muscles?

fainting?

neck pain?

back pain?

o 0k~ w0 Dnp -

excessive sweating?

7. palpitations?

8. headache?

9. a bloated feeling in the abdomen?

10. blurred vision or spots in front of your eyes?
11. shortness of breath?

12. nausea or an upset stomach?

During the past week, did you suffer from:
13. pain in the abdomen or stomach area? --------
14. tingling in the fingers? -----------=«--------
15. pressure or a tight feeling in the chest? - - - - - - - -
16. paininthechest? -------cucccmmo
17. feeling down or depressed? - ---------------

18. sudden fright fornoreason? - - - - = === == - - - - -~

19, WOITY? == == m s e e e e e oo -
20. disturbed sleep? --------------ommmmmm
21. avague feeling offear? - - - ----------------
22. lack of energy? -------------------------
23. trembling when with other people? - - - - - ------

24. anxiety or panic attacks? - - - ---------------

During the past week, did you feel:

25. tense? - - - - e -
26. easilyirritated? - == - == == - m e e -
27. frightened?-------c-cccmmmamm e oo



During the past week, did you feel:

28.
29.
30.

31.

32.
33.

34.
35.
36.

that everything is meaningless? - - - - - = - === - - - -
that you just can't do anything anymore? - - - - - - -

that life is not worth while? - === === cccecaoo---

that you can no longer take any interest in the
people and things around you? - - - - - - - - - - - - - -

that you can't cope anymore? --------------

that you would be better off if you were dead? - - -

that you can't enjoy anything anymore? - - -- - - - -
that there is no escape from your situation? - - - - -

that you can't face it anymore? - - - - - - - -----

During the past week, did you:

37.
38.
39.
40.

no longer feel like doing anything? -----------
have difficulty in thinking clearly? ------------
have difficulty in getting to sleep? - -----------

have any fear of going out of the house alone? - - -

During the past week:

41.
42.

43.

44,

45.

46.
47.

48.

49,

50.

did you easily become emotional? -----------

were you afraid of anything when there was really
no need for you to be afraid? -------------

(for instance animals, heights, small rooms)

were you afraid to travel on buses, streetcars/
trams, subways or trains?

were you afraid of becoming embarrassed when
with other people? ---------c-cmoman--

did you ever feel as if you were being threatened
by unknown danger? --------------------

did you ever think "l wish | was dead"? - -------
did you ever have fleeting images of any upsetting
event(s) that you have experienced? ---------
did you ever have to do your best to put aside

thoughts about any upsetting event(s)? - - ------
did you have to avoid certain places because they
frightened you? - - - - == == - o - e mm e -

did you have to repeat some actions a number of
times before you could do something else? - - - - -

very often or
no sometimes regularly often constantly



Dear Sir/ madam,

This is to collect information for the study. You will be asked how you feel about your appearance
and about any changes that may have resulted from your disease or treatment. This will be
confidential and your support in this is greatly acknowledged. Please read item carefully and circle
on the answer which comes closest to the way you have been feeling about yourself, during the past
week.

Name:

Age/ Gende

a).Not at all. b).Alittle c¢). Quiteabit  d).Very much e) not applicable

1.Have you been feeling self conscious about your appearance? a/b/c/d/e
2.Have you felt less physically attractive as a result of your disease or treatment? a / b/ c /d/e

3.Have you been dissatisfied with your appearance when dressed? a/b/c/d/e
4Have you been feeling less feminine /masculine as result of your disease or treatment? a/ b/ c/d /e
5.Did you find it difficult to look at yourself undressed/ naked? a/b/c/d/e

6.Have you been feeling less sexually attractive as a result of your disease or treatment ? a /b /c/d/e

7. Did you avoid people because of the way you felt about your appearance? a/b/c/d/e
8.Have you been feeling the treatment has left your body less whole? a/b/c de
9.Have you felt dissatisfied with your body? a/b/c/de
10.Have you been dissatisfied with the appearance of your scar /marks? a/b/c/de

11. How do you feel about the appearance ? Describe your feelings/ emotions.

a) Self -Perception of body image (Patient form)

b)Perception of partner about their body image (Partner of Patient form)



The Brief lliness Perception Questionnaire

For the following questions, please circle the number that best corresponds to your views:

How much does your illness affect your life?

0 1 2 3 4 5 6 7 8
no affect
at all

10
severely
affects my life

How long do you think your illness will continue?

0 1 2 3 4 5 6 7 8 10
avery forever
short time
How much control do you feel you have over your illness?

0 1 2 3 4 5 6 7 8 10
absolutely extreme amount
no control of control
How much do you think your treatment can help your illness?

0 1 2 3 4 5 6 7 8 10
not at all extremely

helpful
How much do you experience symptoms from your ililness?

0 1 2 3 4 5 6 7 8 10
no symptoms many severe
at all symptoms
How concerned are you about your iliness?

0 1 2 3 4 5 6 7 8 10
not at all extremely
concerned concerned
How well do you feel you understand your iliness?

0 1 2 3 4 5 6 7 8 10
don't understand understand
at all very clearly

How much does your illness affect you emotionally? (e.g. does it make you angry, scared,

upset or depressed?

0 1 2 3 4 5 6 7 8 10
not at all extremely
affected affected
emotionally emotionally

Please list in rank-order the three most important factors that you believe caused your

illness. The most important causes for me:-




81
0 1 2 3
Strongly Disagree Somewhat Neutral Somewhat
Disagree Agree

4
Strongly
Agree

w R [*%] (]
. . . .

(=]
.

1.
12.

13.
14,
15.
16.
17.
18.
19.
20.

My partner listens to me when [ need someone to talk to.

We enjoy spending time with other couples.

[ am satisfied with our sex life.

My partner helps me clarify my thoughts.

We enjoy the same recreational activities.

My partner nas all of the qualities ['ve always wanted in a mate.
I'can state my feelings without him/her ggtt1ng defensive.

We usually "Keep to ourselves."

I feel our sexual activity is just routine.

When it comes to having a serious discussion, it seems we have
little in common. 5

I share in few of my partner's interests.

There are times when [ do not feel a great deal of love and
affection for my partner.

I often feel distant from my partner.

We have few friends in commen.

[ am able to tell my partner when I want sexual intercourse.

[ feel "put-dﬁwn" in a serious conversation with my partner.

We like playing together.

Every new thing I have learned about my partner has pleased me.
My partner can really understand 7y hurts and joys.

Having time together with friends is an important part of our
snared activities.
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0 1 2 3 4
Strongly Disagree Somewhat Neutral Somrwhat Strangly
Disagree Agree Agree

21.

22.
23.
24.
25.
26.
27.
28.
29.
30.

1.

32,
33.
34.
35.
36,

[ "hald back" my sexual interest because my partner makes me feel
uncomfortabie.

[ feel it is useless to discuss some things with my partner.

We enjoy the out-of-doors together.

My partner and [ understand each other completely.

I feel neglected at times by my partner,

Many of my partner's closest friends are also my closest friends,
Sexual expression is an essential part of our relationship.

My partner frequently tries to change my ideas.

We seldom find time to do fun things together. i

[ don't think anyone could possdibly be happier than my partner
and [ when we are with one another.

[ sometimes feel lonely when we're together.

My partner disapproves of some of my friends.

My partner seems disintrested in sex.

We have an endless number of things to talk about.
[ feel we share some of the same interests.

[ have some needs that are not being met by my relationship.
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WHOQOL-BREF

The following questions ask how you feel about your quality of life, health, or other areas of
your life. I will read out each question to you, along with the response options. Please choose
the answer that appears most appropriate. If you are unsure about which response to give
to a question, the first response you think of is often the best one.

Please keep in mind your standards, hopes, pleasures and concerns. We ask that you think
about your life in the last four weeks.

Neither poor Good d
Very poor Poor nor good 00 Very goo
1. How would you rate your
. . 1 2 3 4 5
quality of life?
Ver Neither v
OV | Dissatisfied | satisfied nor | Satisfied s
dissatisfied .. satisfied
dissatisfied
2. How satisfied are you with
1 2 3 4 5
your health?

The following questions ask about how much you have experienced certain things in the last

four weeks.
A moderate An extreme
Not at all A little Very much
amount amount

3. To what extent do you feel that

physical pain prevents you 5 4 3 2 1

from doing what you need

to do?
4. How much do you need any

medical treatment to function in 5 4 3 2 1

your daily life?
5. How much do you enjoy life? 1 2 3 4 5
6. To what extent do you feel your | 5 3 4

life to be meaningful? >

A moderate
Not at all A little Very much | Extremely
amount
7. How well are you able to
1 2 3 4 5

concentrate?

8. How safe do you feel in your
1 2 3 4 5

daily life?




How healthy is your physical
environment?

The following questions ask about how completely you experience or were able to do certain
things in the last four weeks.

Not at all A little Moderately Mostly Completely
10. |Do you have enough energy for
yOunave SHough eneisy 1 2 3 4 5
everyday life?
11. |Are you able to accept your
Y Pty 1 2 3 4 5
bodily appearance?
12. |Have you enough money to
g 8 Y 1 2 3 4 5
meet your needs?
13. |How available to you is the
information that you need in 1 2 3 4 5
your day-to-day life?
14. | To what extent do you have the
opportunity for leisure 1 2 3 4 5
activities?
Neither poor
Very poor Poor nor good Good Very good
15. |How well are you able to get
1 2 3 4 5
around?
v Neither v
ery . . . ery
dissatisfied Dissatisfied sa.t ISﬁE.:d nor | Satisfied satisfied
dissatisfied
16. |How satisfied are you with
1 2 3 4 5
your sleep?
17. |How satisfied are you with
your ability to perform your 1 2 3 4 5
daily living activities?
18. |How satisfied are you with
. 1 2 3 4 5
your capacity for work?
19. |How satisfied are you with
1 2 3 4 5
yourself?
20. |How satisfied are you with
: . 1 2 3 4 5
your personal relationships?
21. |How satisfied are you with
. 1 2 3 4 5
your sex life?
22. |How satisfied are you with the




support you get from your 1 2

friends?

23.

How satisfied are you with the
conditions of your living 1 2

place?

24.

How satisfied are you with
your access to health services?

25.

How satisfied are you with
your transport?

The following question refers to how often you have felt or experienced certain things in the

last four weeks.

Never Seldom

Quite often

Very often

Always

26.

How often do you have
negative feelings such as blue 5 4
mood, despair, anxiety,
depression?

Do you have any comments about the assessment?

[The following table should be completed after the interview is finished]

' _ . Transformed scores*
Equations for computing domain scores Raw score 430 9-100
27. |Domain1 |(6-Q3)+(6-Q4)+QI0+QI5+Ql6+ Q17+ QI8
® + ® + ® +® +6®+ 6®+ O® |a= b: c:
28. |Domain2 |Q5+Q6+Q7+Ql11+QI19+(6-Q26)
®+®+®+ ® + ® + ® a.= b: c:
29. |Domain3 |Q20+ Q21 +Q22
® + ® + ® a. = b: c:
30. |Domain4 |Q8+Q9+QI2+Q13+Ql4+Q23+Q24+Q25
®+®+® + ® + ® + ® + ® + ® |a.= b: c:

* See Procedures Manual, pages 13-15




Arizona Sexual Experiences Scale (ASEX)

© Copyright 1997, Arizona Board of Regents, University of Arizona, All rights reserved.

For each item, please indicate your OVERALL level during the PAST WEEK, including TODAY.

1. How strong is your sex drive?

1 2 3 4 5 6
extremely very strong somewhat somewhat very weak no sex drive
strong strong weak
2. How are you sexually aroused (turned on)?
1 2 3 4 5 6
extremely very easily somewhat somewhat very never aroused
easily easily difficult difficult
FOR MALE ONLY
3. Can you easily get and keep an erection?
1 2 3 4 5 6
extremely very easily somewhat somewhat very never
easily easily difficult difficult
FOR FEMALE ONLY
3. How easily does your vagina become moist or wet during sex?
1 2 3 4 5 6
extremely very easily somewhat somewhat very never
easily easily difficult difficult

If you have had any sexual activity in the past week, please also answer the following two

questions. If not, leave questions 4, and 5 blank.

No Sexual activity in past week ............ []
4. How easily can you reach an orgasm?
1 2 3 4 5 6
extremely very easily somewhat somewhat very never reach
easily easily difficult difficult orgasm
5. Are your orgasms satisfying?
1 2 3 4 5 6
extremely very somewhat somewhat very can't reach
satisfying satisfying satisfying unsatisfying unsatisfying orgasm

COMMENTS:



Semi-structured Interview

The following statements/questions explore some of your issues and concerns after being diagnosed with Cancer. Please feel free to
express your thoughts, feelings and experiences with reference to each of the items.

1.What worries you the most after being diagnosed with cancer?

-Curability

-Ability to function normally

-Treatment side effects

-Any other, specify.

2.In what ways do you think Cancer has affected your role as a spouse/ partner?
3.What worries you the most in the relationship with your spouse/ partner?
-Not being attractive

-Cannot have intimacy/sex with your partner

-Your partner may lose interest in relationship

-Any other, specify.

4.What are the aspects in the communication with the spouse/partner which are affected with respect to-
Regular chores-

Family related discussion & child rearing-

Intimacy-

Financial matters-

Future plans-

5.What are the emotions you undergo with relation to your sexual relationship?
Fear of sex

Heavy discomfort/uneasiness during the sexual act

Negative thoughts and feelings

Any other, specify.

6. Are you sexually active, please mark Yes/No.

If Yes, what are the various problems you faced when you tried to have intercourse?
(Sexually active -Yes/No)

Pain

Dryness

No desire

Absence/Diminished orgasm

Any other

7.Are you informed about the treatments and how it may or may not affect sexual functioning?
8.Do you and your partner discuss sexual concerns and discuss with the doctor?
9. If not, how do you deal with the sexual problems?

10. Is there anything specific, that you would like to mention.



Cancer Information Scale for Couples with Cancer (CISCC)

Given below are the statements that describe Cancer, and the personal concerns of Cancer patients

and their partners. Please read them carefully and mark your answers as Yes or No.

1 | There are treatments to cure Cancer Yes / No
2 | Cancer is contagious- it can spread to others by close contact Yes / No
3 | Kissing, hugging, and intimacy are prohibited for Cancer patients Yes / No
4 | Sharing a common washroom/ toilet with Cancer patients is not good for others Yes / No
5 | Chemotherapy may cause severe vomiting and loose motions Yes / No
6 | Radiation treatment may lead to permanent hair loss and skin damage Yes / No
7 | Only Surgery can remove cancer from the body Yes / No
8 | Cancer patients can return to work after the treatment Yes / No
9 | Cancer patients can participate in public gatherings, functions, and leisure activities | Yes/ No
10 | Cancer patients can have intimacy with their partners and resume normal sexual life | Yes/ No

after the prescribed course of treatment




VISUAL ANALOGUE SCALE (VAS)
(To measure the state of relaxation)

INSTRUCTIONS: Kindly place a mark on a 0 — 10 scale to indicate to what extent you were

relaxed - from relaxed not at all to relax completely.

Relaxed completel Relaxed not at all
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APPENDIX C

IMPORTANT ELEMENTS IN COMPREHENSIVE
CANCER CARE ARE:

__-”_—'
EVIDENCE-BASED CANCER THERAPY, w
REDUCING THE SIDE EFFECTS,

IMPROVING IMMUNITY,

PHYSICAL REHABILITATION,

PROVIDING EDUCATION ABOUT SELF-CARE

Comprehensive
Cancer Care

A~

STRESS MANAGEMENT




Comprehensive Cancer Care

COMPREHENSIVE CANCER CARE SUPPORT MODULES:

WEEK 1- SELF-CARE REGIMEN IN CANCER

WEEK 2- CANCER PAIN MANAGEMENT

WEEK 3- CANCER-FATIGUE MANAGEMENT

WEEK 4- RELAXATION TECHNIQUES (to address emotional distress & disturbed sleep)
WEEK 5- ADHERENCE TO A HEALTHY DIET & PHYSICAL ACTIVITY

WEEK 6- IMPROVING COMMUNICATION & INTIMACY IN CANCER

vV V. v v v Y



SELF-CARE REGIMEN IN CANCER

help to cope with Cancer & its treatment effects

» PHYSICAL LEVEL

Adherence to a nutritious diet- Include fruits, veggies,
whole grains, lean protein, and pasteurized products.
Consume enough fluids to keep you hydrated and
balance your body’s minerals.

Adherence to Physical activity- Start slow and build up to

the regular exercise of 15-20 min brisk walk, and stretches.

Yoga & Meditation would benefit the body as well as the
mind.

Regular rest and Sleep. Listen to your body and take a rest

when you feel tired.

Maintenance of hygiene- to avoid infections and stay
groomed to feel happy and active for the day.

» COGNITIVE LEVEL

Prepare for the phase of Cancer treatment and recovery.
Be aware of the treatment side effects.

Face your finances and discuss the cost of cancer care
with your doctor/hospital.

Create your own list of goals and Stay positive!



SELF-CARE REGIMEN IN CANCER (Contd..)

» EMOTIONAL

Express yourself- Talk to your family, friends, or
counselor. Create a support system for yourself. Express
through writing, art, and coloring.

De-stress- Find your method to feel better like
meditation, relaxation techniques, music, and aroma
therapy.

Be aware of your thoughts and how they can make
you feel.

Join cancer support groups that help to share your
concerns.

» SPIRITUAL

Follow your own beliefs and practices such as
following religion or faith, meditating, and being
connected to supreme power or nature.

Practice mindfulness mediation and prayer as they
are a source of strength and help to stay calmer.



Pain in Cancer

Pain is one of the most common symptoms in

Cancer patients. Keep
¢ s moving
Cancer pain may affect the ability to

function, whereas effective pain Improve
management can significantly improve the your sleep
quality of life.

Management of Pain

; _ . Have a flare Pace your
Each person’s diagnosis, cancer stage, up plan activities

response to pain, and personal comfort are
different, hence a personal plan to control
cancer pain.

Educating the patient and family/caregiver
on pain management medication is Reflect and

) Set goals
important. accept
Take care

of your

mental

health




Non-Pharmacological
approach

Physical therapy

Therapeutic massage & Reflexology
Bio-feedback /CBT,

Aroma & Music therapy
Yoga-Meditation,

These help to relieve cancer pain by
relaxing muscles and nerves and has a
calming effect on the mind.

Physical therapy-TENS(Transcutaneous electric nerve
stimulation)

Exercise and therapeutic massage relax muscles and
nerves and help to reduce pain

Massage has pain relief, reduces swelling, and has
psychological benefits

Reflexology -manual pressure on reflex points which brings
biological changes and thereby, reduction in pain
perception.

Psychological approaches in Pain management are
Biofeedback, Mindfulness-based stress reduction, and
Cognitive behavior therapy.

Music and Aroma therapy reduce the stress hormone levels,
and improve brain waves and blood circulation;

Yoga & meditation helps to reduce pain sensation and has
a calming and healing effect on the body and mind.



Cancer Fatigue (CRF)

Cancer-related fatigue is one of the most

common side effects of cancer and its
treatments. People who experience
cancer fatigue often describe it as

‘paralyzing’ as it comes suddenly without

any exertion or based on activity. No
amount of rest helps and one feels
physically, emotionally, and mentally
exhausted most of the time.

Cancer fatigue can last a few weeks
(acute) or for months or years (chronic)
and can harm the quality and
productivity of life.

NATIONAL CANCER INSTITUTE

is the most common symptom

Fatigue

Almost every
cancer patient
reports some
fatigue.

Cancer patients
can experience
mental fatigue
as well as
physical fatigue.

Fatigue related
to cancer and

its treatment

is often not
relieved by rest.

NCI supports research to measure, understand,
and treat fatigue in cancer patients.

experienced by adults and
children with cancer.

Length and depth
of sleep may not
relieve fatigue.

NCI-supported studies
of exercise, including
yoga, have shown

that activity reduces
symptoms of fatigue for
some cancer patients.

prevention.ca ncer.govlsupportive-care
NCI Division of Cancer Prevention



Management of Cancer Fatigue

vV v v v Y

Medication for fatigue in cancer deals with anemia, electrolyte imbalance, pain, and
associated medical concerns.

Stress reduction, progressive muscular relaxation, and strategies to improve sleep could
also help to relieve fatigue.

Protein from pulses, dairy products, and lean meat, rebuilds, and repairs damaged body
tissues and energizes the body.

Intake of adequate water and fluids

Maintain periods of rest and work , and avoid strain

Avoid extreme temperature, hot baths, and stimulants like alcohol, nicotine, and caffeine
Moderate exercise and walking build stamina and strength.

Maintain an activity log that helps to record periods of cancer fatigue.



Emotional effects & Disturbed
Sleep in Cancer

Dealing with the stress of cancer diagnosis,
treatment effects, and the financial burden
all can affect a person’s ability to cope and
may cause anxiety, distress, and disturbed
sleep.

Persistent insomnia may lead to the risk of
developing clinical anxiety or depression.




From Distress to De-stress

» SLEEP HYGIENE » RELAXATION -has a calming effect on
the body and mind and reduces anxiety

Sleeping and waking at a regular time, and insomnia.

choosing a dark, comfortable sleep
environment with a cool temperature. Relaxation techniques that enhance
Relaxing 90 min before sleep, avoiding emotional health in Cancer are :
watching TV, gadgets, bright lights, and
stimulants like tea, coffee, and other fluids.
Avoid exercises before bedtime.

v Progressive muscular relaxation,
Guided imagery,

Biofeedback,

Mindfulness-based stress reduction,

v
Spend time in bed only to sleep and not v
when awake.
v
v

Be aware of your negative thoughts related
to sleep such as worrying about getting
enough sleep and reframe them positively.

Yoga & Meditation



Meditation Techniques

 Breathe deeply

 Scan your body

« Repeat a sacred name or phrase
Walking meditation
Engage in prayer
Read or listen and take time to reflect

Focus on your love and gratitude



Benefits of Relaxation techniques

* Learning how to relax your body can help
iIn many other ways than just reducing
stress.

— Lowering blood pressure

— Slowing your heart rate

— Slowing your breathing rate

— Reducing the need for oxygen

— Increasing blood flow throughout the body
— Reducing muscle tension




ADHERENCE TO A HEALTHY DIET
IN CANCER

A healthy diet provides:

more energy

help to maintain body weight and muscle mass
reduces side effects like nausea, diarrhea
boosts metabolism

improves immunity

better response to cancer treatments &

helps in speedy recovery




A Healthy diet is important at each
step in the cancer journey.

Include 80% alkaline foods like fruits,
vegetables, whole grains, and beans in your
diet.

Adequate water maintains hydration and
replenishes electrolytes and fluids in the
body

Berries, greens, whole grains, nuts, and seeds
are “Cancer-fighting foods”.

SUPERFOODS
FOR

CANCER PATIENTS

& "

BERRIES LIKE CRUCIFEROUS VEGGIES
GOOSEBERRIES, LIKE CAULIFLOWER,
GRAPES CABBAGE

[
WHOLE GRAINS

MEAT AND
POULTRY

DRINK FLUIDS LIKE WATER OR JUICES
BETWEEN MEALS



ADHERENCE TO PHYSICAL ACTIVITY IN
CANCER

Start slow and build up to the regular exercise of
15-20 min. A Brisk walk and stretches, yoga &
meditation, and strengthening exercises would

work wonders for your body as well as mind.

EXERCISES IMPROVE:

v HEART PUMPING,

BLOOD CIRCULATION,

DEVELOP ENERGY & ENDURANCE,
EASE PAIN AND STIFFNESS OF JOINTS,
IMPROVE SLEEP & METABOLISM



COMMUNICATION & INTIMACY

Talking about cancer: Challenging: involves
intense emotions.

Not expressing and talking: accumulate
negative emotions such as fear, anxiety,
anger, frustration, and sadness.

Communicating is essential.

Likewise, expressing love and affection for
one another is very important.

The emotional benefits of physical affection
may help in coping with cancer treatment
and recovery.




Couple communication

Active listening

Listen keenly to understand what
your partner is saying rather than
thinking about what to answer.

Sharing your thoughts by writing
helps to express feelings and
concerns.

Responding to others’
comments

Talk openly and honestly about
your thoughts and feelings

Listen to your partner without
criticism or judgment.

Itis important that you and your
partner agree on what to
communicate with others and
what you prefer to keep private
from others.

Talking to a health
professional/counselor

Talk about any concerns about
sexual problems, fertility, body
image, or physical limitations,
financial worries, or deterioration
of illness with your spouse and
discuss them with the health
professional.



Therapeutic activity : A Model

Sensate focus is a technique
used to improve intimacy and
communication between
partners to reduce sexual
anxiety or distress.

This is recommended for
couples who want to address
problems related to body
image, loss or diminished
desire, arousal, sexual
functioning, and orgasm.

Sensate Focus Exercises:
Restarting the Sexual Relationship*%4+

Developed by Masters and Johnson*® and frequently prescribed

by sex therapists, this graduated series of exercises is designed to
reduce sexual anxiety, to focus on pleasurable, erotic touch, and to
enhance communication about sexual pleasure between partners.

Phase 1. Nonsexual physical exploration: the couple pleasures
each other without including the genitals or breasts. The focus is

on relaxation and pleasurable touch.

Phase 2. Genital pleasuring: the couple is encouraged to extend
caressing to the genitals and breasts. They are encouraged to
guide each other to show what is most arousing. The focus is
on maintaining relaxation and allowing sexual arousal as touch
becomes more erotic.

Phase 3. Resumption of sexual intercourse without thrusting. The
couple learns to feel relaxed during vaginal containment.

Phase 4. Resumption of sexual intercourse, with the inclusion of
thrusting. Partners are encouraged to experiment with different
posItions.

Scurces: Smons et al. Myofasaal Pain and Dysfunctan: The Tngger Pant Manual. 1999
Albaugh and Kellogg-Soadt. Ural Nurs. 2002, Masters and Johnsen. Human Sexual
adeguecy 2010.°




BIOPSYCHOSOCIAL MODEL IN CANCER CARE

HEALTH AND ILLNESSES ARE CONSEQUENCES OF THE
INTERPLAY OF BIOLOGICAL, PSYCHOLOGICAL &
SOCIAL FACTORS (KEEFE, 2011)

THE HOLISTIC APPROACH TO CANCER COMBINES
TREATMENT OF ‘EVERY ASPECT OF THE PATIENT-
PHYSICAL, MENTAL, EMOTIONAL & SPIRITUAL, AND
NOT JUST THE DISEASE ONLY.

Biology

Physical Health
Genetic Vunerabilities
Drug Effects

Social Psychological
Peers Physical Health
Family Circumstances Coping Skills
Family Relationships Social Skills
Family Relationships
Self-Esteem

Mental Health




YOGA NIDRA

Today we will practice the relaxation process that has a profound impact physically and
mentally. Be attentive and listen to what I have to say attentively and fully consciously. Stay
awake completely until this relaxation process is completed.

To begin with this therapy, lie down straight on your back, stretch your arms to the side, open
your palm upwards, stretch the legs neatly, rest the head, neck and spine on the ground and
keep it straight as the line is drawn. Stay in a natural state without tightening the body. Slowly
close your eyes and take a deep breath after settling into the natural state as mentioned above.
Take care not to make any steady movements of the body.

Now take your full concentration slowly up the breath. Take one will (‘sankalpa’) with the
same concentration and will. This will should be small, direct and compatible. For example I
am healthy. Now, while keeping your eyes closed, mentally take your attention and imagination
completely from one body part to another in the way it is told. Be attentive and listen to what
you are being told carefully without falling asleep with full understanding.

Now turn your entire attention to the right. Right hand thumb, right hand fingers, right palm,
right elbow, right shoulder, right hip, right thigh, right knee, right foot, big finger, right foot.
Keep the focus on it with a completely calm mind. Move your entire focus to the left now, just
like before, left hand thumb, left hand and other fingers, left palm, left elbow, left shoulder, left
hip, left thigh, left knee, left foot, big finger, left foot. Now direct your full understanding to
the back of the body. The back of the feet, the back of the knees, the back of the thigh, the back
of the hip, the back of the waist, the back of the neck, the back of the head. Once again bring
your attention forward from the back of the head, and take your attention to the forehead, eyes,
ears, nose, poor, cheeks, chin, chin, and now from the room to the bottom of the neck. Divert
your entire focus from the neck to the chest, from the chest to the stomach, from the stomach
to the eyes and hands.

Now turn your full attention to the natural and normal breathing process. Feel the exhalations
and exhalations that come from the nostrils, through the chest, into the stomach without making
any effort to change the natural breathing process. In a relaxed manner. follow the breath that
travels from the throat to the abdomen with full concentration. Still mentally feel the flow of
breathing that goes in and out.

Feel your physical, mental, emotional feelings in such a calm mind. For example, your body is
so heavy that you can't move it so much that you can't move it. Now feel that your body is
getting much lighter against the other one. It's so easy that your body floats in the air like a
cotton ball. Now feel your body warming up and your body is warming up along with your
legs and arms. Now feel your body cooling down, the legs, hands and the whole body have
cooled down. With the same peace of mind, bring your understanding to a place where there is
no light in front of closed eyes. This dark place is called ‘chidakasa’. Feel the colours of
‘chidakasa’ with the same concentration. Be aware and feel the pain anywhere in your body,
and don't be disturbed and now, try to feel the opposite feeling of happiness. In the same way,
understand the negative feelings and feel the emotions associated with them .

Now imagine that on a quiet warm morning you are in a beautiful garden. Feel as you walk in
that garden, touching the snow drops. In the silence of the morning, listen to the chirping of
mind-blowing birds, enjoy the fragrance of blooming beautiful flowers, and touch the wings of
delicate flowers. As you walk along, you reach a pure lake and feel the water flowing gently in



it, the fish swimming. With the same feeling, radiate your gaze to the sun coming from among
the distant trees .Continue with the same spirit from protecting the dried, withered leaves of
the tree, the fallen, and the newly sprouting leaves of the tree and the birds that inhabit it and
many other creatures. Now get the feeling of visiting the holy place in front of you. Locate the
mind that rejoices at the beautiful rocks and sculptures on the way to that sacred place. Get the
experience of sitting there quietly and meditating with the same concentration and calm ness.
Now bring your entire awareness once again to a place where there is no light in front of your
eyes, remembering that that is the last step, and now bring your feelings to your thoughts and
feelings without any hassles.

Now, with the same concentration, calm ness, and determination, say the ‘Sankalpa’ taken at
the beginning of this sadhana, 3 times in your mind again with full confidence and firm
confidence.

And yet we are about to reach the final stage of this process. Before that, bring the mind and
thoughts to the place where you are and the sounds that are heard around you with full
understanding. Similarly, bring things near you, over people, and gradually to your physical
body. Now slowly turn to your right, moving your eyes and arms. When you are fully awake,
sit down slowly with your eyes closed. Open your eyes slowly once you have settled down.
Reflect on this process and be faithful to the will you took at the beginning of the sadhana once

again, dying out once again.



COUPLEACTIVITY LOG

COUPLE ACTIVITY

DAY

DURATION

FEED BACK

Spending some time together in a
day (Being Together)

Do some activities together
(Participation in Activities)

Recall & share your past memories
(Recollecting Memories)

Discuss present concerns &
challenges
(Discussing Present concerns)

Express affection by connecting &
expressing love to your partner
(Expressing love & affection)

Support and Care for one another
(Supporting one another)
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5°5 946 ®ode (CRF) _
is the most common symptom
experienced by adults and

505‘635 002088 LD 038 ?5&35 children with cancer.
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Almost every

Joth DF0d) HE G BB T*88Eore, S B
BIPS Do SO0 I Lo Trer - Length and depth
DAoDo esvi:ﬁ‘ooo:og.p ©JDA. relieve fatigue.

Cancer patients
can experience
mental fatigue
as well as

physical fatigue. NCli-supported studies

of exercise, including

yoga, have shown

that activity reduces

symptoms of fatigue for

some cancer patients.

Fatigue related
to cancer and

its treatment

is often not
relieved by rest.

NCI supports research to measure, understand,
and treat fatigue in cancer patients.

prevention.cancer.gov/supportive-care
NCI Division of Cancer Prevention
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Relationship between Psychological States and
Coping in Reproductive Cancer Patients in the
Context of the Pandemic
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Abstract Introduction Cancer is known as a disease caused by an uncontrolled division of
abnormal cells with the potential to proliferate and destroy body tissues. While it is not
uncommon to observe changes in psychological states among patients with cancer,
the pandemic situation has been reported to have an impact more severely.
Objectives This study attempts to understand the psychological problems of cancer
patients, and the process of coping adopted by reproductive cancer patients during the
period of the pandemic.

Materials and Methods This study uses a correlation research design and the tools
used for assessment were the four-dimensional symptom questionnaire and Brief COPE
inventory. Through nonrandom sampling, a sample of 120 cancer patients diagnosed
with reproductive cancer, both male and female from the regional cancer center and
private cancer hospitals in Hyderabad, was recruited for the pandemic period from
May 2020 to September 2021. Descriptive statistics, correlation, and regression
statistical analysis methods were implemented.

Results Significant negative correlation was observed between psychological states
and coping. Using multiple linear regression analysis, it was found that distress and

Keywords depression predict problem-solving coping, distress and anxiety predict emotion-
= COVID-19 solving coping, and distress predicts adaptive coping.
= psychological states ~ Conclusion This study examines the psychological factors and coping methods in
= coping adapting to the dual challenges of illness and potential risk of infection transmission,
= psychological distress and emphasizes designing an effective intervention. During the coronavirus disease
= depression 2019 crisis, the lack of support through psychological counseling to address their
= anxiety coping mechanisms to face the challenges is also glaring.

Introduction psychological crisis during the stages of cancer diagnosis

and different phases of treatment.>* Adding to this, the
A chronic illness like cancer has multiple effects that cross  outbreak of coronavirus disease 2019 (COVID-19) has dis-
the physiological framework and manifest themselves in  rupted health services,® caused a delay in medical proce-
psychosocial aspects.L2 Many cancer patients suffer from dures,®’ and led to medical complications8 and cumulative
psychological distress, psychosomatic disorders, and  disease burden.’ As known when compared with the general
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Psychological States and Coping in Reproductive Cancer

population, the immune-suppressed status of cancer
patients due to advanced stage of malignancy or cancer
treatments increases the risk of COVID-19 infection trans-
mission.'® Thus, COVID-19 is experienced as a “syndemic”—a
co-occurring, synergistic pandemic that interacts with and
exacerbates their existing noncommunicable disease and
social conditions.!” A syndemic exists when risk factors or
comorbidities are interwined, interactive, and cumulative-
aggravating the disease burden and additively increasing the
adverse effects.

This study observes psychological states and different
coping strategies in patients diagnosed with cancer during
the period of a pandemic. A psychological state is a mental
condition in which the quality of the state is relatively
constant, even though the state itself may be dynamic.
Terluin et al identified four dimensions that describe psy-
chological states: distress, depression, anxiety, and somati-
zation.'? In simple terms, psychological distress is described
as a state of emotional suffering associated with stressors
and demands that are difficult to cope with, which is
indicative of physical, mental, or emotional exhaustion.
Depression causes feelings of sadness, and or loss of interest
in activities that one enjoyed before. Anxiety is the body’s
natural response to stress such as feelings of fear or appre-
hension about what’s to happen; somatization is the expres-
sion of psychological or emotional factors as physical
(somatic) symptoms. A coping strategy is defined as “a
response aimed at diminishing the physical, emotional,
and psychological burden linked to stressful life events and
daily hassles.”'?

A detailed literature review has been conducted for the
study. Cancer is one of the most widely studied diseases that
cause significant psychological distress.'*"'” According to
Oncology care, NCCN Guidelines (2019), “Distress extends
along a continuum, ranging from common normal feelings of
vulnerability, sadness, and fears to problems that can be-
come disability such as depression, anxiety, panic attacks,
social isolation, and existential and spiritual crisis.”'® This is
seen in greater magnitude in the current syndemic situation.
Different studies emphasize the role of factors such as a
change in lifestyle,'®?° lack of social support or social
interaction,?’ employment issues,?2 and others in the mani-
festation of certain mental health issues.?*->4

A systematic review revealed that COVID-19 adversely
affected the psychological health of cancer patients. Fear of
COVID-19, fear of disease progression, disruption of oncol-
ogy services, cancer stage, and immune-compromised sta-
tus were the most common causes of psychological distress
in cancer patients, which can influence patients’ decisions
about treatment as reported in the study.?® A systematically
reviewed community-based studies estimate the preva-
lence of depression during COVID-19 from 7.45 to
48.30%.2% Another cross-sectional study observed anxiety
and depression are very common and employment loss
during a pandemic is positively associated with greater
depressive symptoms.27 An Indian study analyzed COVID-
19 induced work stress and found that role overload, family
distraction, changes in lifestyle choices, and occupational

Indian Journal of Medical and Paediatric Oncology © 2023. The Author(s).
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discomfort were significant predictors of distress during a
lockdown.?®

Research indicates that the potential mental health effects
of COVID-19 might be associated with the primary effects of
epidemic disease outbreaks and secondary effects of eco-
nomic recessions/depression, loneliness, quarantine, and
social isolation.?’ Important to mention here is the “process
of stress amplification,” which explains the cumulative
burden when two stressors combine and cause multiplica-
tive effects on mental health.>® Research studies have
attempted to explore coping in cancer patients.m’32 Psycho-
logical and coping responses were analyzed in a review-
research in the context of the COVID-19 situation, compris-
ing a narrative synthesis of 24 papers and the common
themes that emerged in psychological responses are not
only anxiety, fear, depression, anger, guilt, grief, loss, post-
traumatic stress, and stigmatization, but also a greater sense
of empowerment and compassion toward others. A compre-
hensive systematic review strengthened the evidence for an
association between psychological coping and cancer out-
come.>3 Research throws light on an individual’s coping style
and explains that fighting spirit has improved survival rates
even in the advanced stage of leukemia.>* Another study
observed that individual coping style determines the inten-
sity of trauma-related symptoms in cancer, where destruc-
tive coping style and emotional reactivity account for 55% of
the variance of general post-traumatic stress symptoms.35
Similarly, Laskowska reported with the study findings that a
destructive style of coping with stress is less beneficial for
the adaptation to cancerous disease and may influence the
development of post-traumatic symptoms in persons diag-
nosed with cancer.3®3” As mentioned above, research stud-
ies related to stress and coping in cancer patients are widely
reported across the countries. However, there seems to be a
need to explore the psychological states of patients with
cancer and their coping mechanism during the challenging
phases of the pandemic, especially in the Indian scenario.

Research Objectives

Based on the above review findings, the following objectives
have been formed concerning the person diagnosed with
reproductive cancer with special reference to the pandemic
situation.

1. To examine the psychological states of patients diagnosed
with reproductive cancer.

2. To examine coping adopted by patients diagnosed with
reproductive cancer.

3. To know the relationship between psychological states
and coping in patients diagnosed with reproductive
cancer.

4. To find out predictors of coping among patients diagnosed
with reproductive cancer

Materials and Methods

Research Design—This study is retrospective, and uses a
corelational design to understand the relationship between
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psychological states and coping among reproductive cancer
patients. The data was collected from regional cancer hos-
pitals and private cancer hospitals in the twin cities of
Hyderabad in Telangana state, from May 2020 to
September 2021.

Participants: Nonrandom sampling, more specifically
convenient sampling, was done; 120 patients diagnosed
with reproductive cancer were recruited from hospitals in
Hyderabad for the study. Both males and females were
diagnosed with reproductive cancer (cancer in the testes,
prostate, and penis in males; cancer of the uterus, cervix,
ovary, vagina, and fallopian tube in females) of stages 1, 2,
and 3, and aged between 18 and 65 years were included in
the study.

However, patients with uncontrolled or recurrence of
cancer, patients with advanced stages of cancer (stage 4),
and patients with a history of other types of malignancies, or
known with psychological morbidity (schizophrenia, para-
noid disorder, bipolar mood disorder) were excluded from
the study. It was ensured by the patients and caregivers that
they have not been diagnosed with any psychiatric illness.

Instruments: The psychological instruments used for the
study were well-researched tools. The description of tools is
as follows.

1. Four-dimensional symptom questionnaire (4DSQ) makes
an assessment of distress, anxiety, depression, and soma-
tization in cancer patients. 4DSQ subscales show excellent
reliability and validity and Cronbach’s o for the four
subscales ranged from 0.79 to 0.90.

2. Brief COPE was developed by Carver, a four-point Likert
scale consisting of 28 items. It assesses 14 subscales, two
items each, which deal with ways a person is coping with
stress in his/her life. It shows good reliability and validity.
Carver reported and established the reliability and validi-
ty of the Brief COPE scale in the original scale (Cronbach’s
a: 0.570.90).38

The psychometric properties of the Brief COPE scale are
studied in different contexts.3®4? A study has categorized
these into four-domain problem: focused coping (active
coping, planning, and seeking instrumental support), emo-
tion-focused coping (seeking emotional support, positive
reframing, and religion), adaptive coping (acceptance and
humor), and maladaptive coping (venting, behavioral dis-
engagement, self-distraction, substance use, self-blame, and
denial).

Procedure: Data collection has been done after obtaining
ethics approval from the parent university and necessary
permission from hospital authorities. After obtaining con-
sent from each patient, the measure was administered
individually by the researcher. Any doubts or queries from
patients were clarified. For the benefit of those who are not
comfortable with English, the measures were translated into
the vernacular languages (Telugu and Hindi).

Ethical guidelines have been followed for the study. The
participants were primarily approached and rapport was
generated when the researchers introduced themselves and,
the research work’s purpose, and other necessary details

Menon, Gadiraju

were told to them. With their consent, psychological instru-
ments were provided and their responses were recorded and
complete confidentiality was ensured. Debriefing was done
after the procedure.

Statistical Analysis
Descriptive statistics, correlation, and regression statistical
analysis methods were implemented. This study used a
correlational design to find associations and predictions
between psychological states and coping among reproduc-
tive cancer patients.

Ethics

All procedures performed in studies involving human par-
ticipants were in accordance with the ethical standards of
the institutional and/or national research committee and
with the 1964 Helsinki Declaration and its later amendments
or comparable ethical standards. An approval was taken by
Institutional Ethics committee board, School of Medical
Sciences, University of Hyderabad, bearing No- UH/IEC/
2020/257 for the study.

Results

The following figures portray the analysis of the results
starting with descriptive statistics.

=Fig. 1 displays the diagrammatic representation of the
study's distribution of types of reproductive cancer
patients. The percentage distribution of types of reproduc-
tive cancer patients in this study is as follows. The distri-
bution (n=120) is as follows: Cervix cancer 60 (50%),
Breast cancer 27 (22.5%), Ovarian cancer16 (13.33%), Pros-
tate cancer 5 (4.16%), Endometrial cancer 5 (4.16%), Penis
cancer 3 (2.5%), Cancer in vulva 2 (1.6%), Cancer in scrotum
2 (1,6%).

Pie chart

=

= Ca Breast = CaCervix = CaEndo
Ca Ovary = Ca Penis = Ca Prosta
= CaRectum = CaScrotu = CaVulva

Fig. 1 Pie chart showing distribution of reproductive cancer patients
in the sample (n=120). Ca Breast, breast cancer; Ca Cervix, cervical
cancer; Ca Endometrium, endometrial cancer; Ca Ovary, ovarian
cancer; Ca Penis, cancer in penis; Ca Prost, prostrate cancer; Ca
Scrotum, scrotal cancer; Ca Vulva, cancer in vulva.
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Fig. 2 Bar graph showing the distribution of stages of different types
of reproductive cancer in the study. Participants in the study are
majorly of reproductive cancer stages 3 and 2.

~Fig. 2 describes that majority of participants in the study
are diagnosed with reproductive cancer stages 3 and 2. Very
few cases diagnosed with stage 4, recurrence, and metastasis
are included.

=Fig. 3 displays the normal distribution curve and shows
the mean age of reproductive cancer patients is 46.67 years
with a standard deviation of 9.33 in the sample (n=120)
taken for the study.

The following paragraphs explain the results using statis-
tical analysis.

Objective 1 examined the psychological states of patients
diagnosed with reproductive cancer. Accordingly, the psy-
chological states measured using a 4DSQ are distress, de-
pression, anxiety, and somatization.

=Table 1 demonstrates the mean score of psychological
states of patients diagnosed with reproductive cancer. The
mean score of distress is 22, somatization is 14, followed by
an anxiety score of 9 and the mean depression score of 6. An
interpretation of scores is done based on the following
description as per the manual. Distress score more than 20

Table1 Mean value of psychological states of patients
diagnosed with reproductive cancer

Mean SD
DSQ distress 21.79 5.60
DSQ depression 6.33 3.46
DSQ anxiety 8.82 4.62
DSQ somatization 14.43 6.45

Abbreviations: DSQ, dimensional symptom questionnaire; SD, standard
deviation.
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Menon, Gadiraju

Age
30 Mean = 46.68
Std. Dev.=9.188
n=120
204
>
o
c
)
3
T L
@
il
w
10 Y
0T T T T T T T
200 300 400 500 60.0 700 80.0

Age

Fig. 3 Bar graph showing age of reproductive cancer patients. Mean
age of reproductive cancer patients in the study (n=120).

indicates strong elevation; depression score more than 5
indicates strong elevation; anxiety more than 8 indicates
moderate elevation; and somatization score more than 10
indicates moderate elevation in psychological states,
respectively.

Objective 2 measured the coping strategies adopted by
patients diagnosed with reproductive cancer. In this study,
14 different types of coping are measured using a Brief COPE
inventory.

=Table 2 demonstrates the mean and standard deviation
values for the 14 types of coping.

According to the Brief COPE scale, the dimensions are
active coping (M =3.86), planning (M = 3.30), instrumental

Table 2 Types of coping measured using Brief COPE inventory

(BCl)
Coping types Mean Standard
deviation
BCl-active coping 3.86 2.02
BCl-planning 3.30 1.73
BCl-instrumental support 4.73 1.79
BCl-emotional support 6.05 2.31
BCl-positive reframing 2.53 1.60
BCl-religion 4.10 1.81
BCl-acceptance 3.78 1.59
BCl-humor 1.89 0.84
BCl-venting 5.06 1.59
BCl-behavioral disengagement 4.06 1.86
BCl-self-distraction 4.99 1.82
BCl-substance use 1.98 0.80
BCl-self-blame 3.19 1.77
BCl-denial 3.49 1.46
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Table 3 Mean values of four types of coping

Types of coping Mean (M) Standard
deviation (SD)

Problem focused coping 11.88 4.77

Emotion focused coping 12.69 4.46

Adaptive coping 5.70 1.95

Maladaptive coping 22.98 6.04

=Table 3 shows the Mean values of four broad categories of coping
styles.

support (M =4.73), emotional support (M =6.05), and posi-
tive reframing (M =2.53), religion (M =4.10), acceptance
(M =3.78), humor (M = 1.89), venting (M = 5.06), behavioral
disengagement (M =4.06), self-distraction (M =4.99), sub-
stance use (M=1.98), self-blame (M=3.19), and denial
(M =3.49).

The Brief COPE measures fourteen different coping strat-
egies that are broadly grouped into four coping types:
problem-focused, emotion-focused, adaptive and maladap-
tive coping. In this study, the maladaptive coping measure is
the most common, and adaptive coping is very less seen
among reproductive cancer patients (=Table 3).

Objective 3 explored the relationship between psycholog-
ical states and coping in patients diagnosed with reproduc-
tive cancer.

The correlation matrix (=Table 4) indicates a significant
negative correlation between distress and problem-focused
coping (—0.52**), emotion-focused coping (—0.34**), and
adaptive coping (0.31) in the given sample (n=120) for
the study. The results indicate that when distress is high in
the sample, the coping types such as problem-focused,
emotion-focused coping, and adaptive coping values are
low and vice versa. Thus, all values of association between
distress and coping indicate a negative relationship at a
significant level.

Menon, Gadiraju

There is a negative correlation established between depres-
sion and problem-focused (0.53**), emotion-focused (—0.27"),
and adaptive coping (—0.34"") in the study. This signifies that
when depression is high, problem-focused, emotion-focused,
and adaptive coping measures are low, and vice versa. Thus, all
values of association between depression and coping indicate a
negative relationship at a significant level.

There is a negative association seen between anxiety and
problem-focused (—0.36""), emotion-focused (—0.09), adap-
tive coping (—0.33**), and maladaptive coping (—0.07), which
signify that when anxiety is high, all the above four types of
coping measures are low and vice versa. Thus, values of
association between anxiety and problem-focused and adap-
tive coping indicate a significant negative relationship.

There is a negative association seen between somatization
and problem-focused (—0.33**) coping and adaptive coping
(—0.22""), whereas, there is no association between somatiza-
tion and two other types of coping such as emotion-focused
coping and maladaptive coping Thus, values of association
between somatization and problem-focused coping as well as
adaptive coping indicate a negative significant relationship.

Objective 4 found predictors of coping strategies in
patients diagnosed with reproductive cancer.

Multiple regression analysis was done with problem-
focused coping as the criterion, and distress, depression,
and anxiety as predictors. The analysis gave rise to three
models (=Table 5).

In the first model, distress is taken as a predictor and the
model significantly explains 27% of the variance in problem-
focused coping strategy F (1, 118)=43.21, p<0.001. In
the second model, depression is added as a predictor and
the model predicts 31% of the variance F (1, 117)=26.74,
p <0.01, the R square change is 0.05, and the p-value is
significant at 0.01 level. In the third model, when anxiety is
added as a predictor, the results show that the R square
change is not significant. Thus, =Table 6 indicates that
distress and depression are significant predictors of prob-
lem-focused coping.

Table 4 Correlation matrix between psychological states and coping

4DSQ Ds 4DSQDp 4DSQAX 4DSQSo BCIPF BCIEF BCIA BCIMA
4DSQDs 1

4DSQDp 0.736™ 1

4DSQAX 0.632** 0.646™ 1

4DSQSo 0.466" 0.529** 0.634* 1

BCIPS ~0.518* ~0.526" ~0.359* ~0.330"* 1

BCIES ~0.339" ~0.268" ~0.088 —0.069 0.785* 1

BCIA ~0.314* ~0.341* ~0.333" ~0.223" 0.700** 0.609" 1

BCIMA ~0.043 0.079 0.068 0.086 0.568" 0.746* 0.446" 1

Abbreviations: BCIA Brief COPE inventory adaptive; BCIEF, Brief COPE inventory emotion-focused; BCIMA BCl maladaptive; BCIPF, Brief COPE
inventory problem-focused; 4DSQ Ds, four-dimensional symptom questionnaire distress; 4DSQ Dp, 4DSQ depression; 4DSQ Ax 4DSQ anxiety; 4DSQ
So 4DSQ somatization.
“*Significant at 0.01 level.
*Significant at 0.05 level.
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Table 5 Summary of multiple linear regression analysis for variables predicting problem focused coping
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Model and predictor variables B SEB B t R? AR?
Model 1
DSQ Ds -0.44 .07 —0.52 —6.57 0.27 0.27
Model 2
DSQ Ds -0.24 0.10 -0.28 —2.52
DSQ Dp -0.43 0.16 —0.32 -2.80 0.31 0.05
Model 3
DSQ Ds —0.25 0.10 -0.30 —2.52
DSQ Dp —0.46 0.17 -0.33 -2.77
DSQ Ax —0.05 0.11 0.05 0.45 0.31 0.00
Abbreviations: DSQ Ax dimensional symptom questionnaire anxiety DSQ Ds, DSQ distress; DSQ Dp, DSQ depression; AR?, R’change; B,
unstandardized coefficient; SEB, standardized error of beta; B, standardized coefficient.
*p<0.05.
' p<0.01.
" p<0.001.
Table 6 Summary of multiple linear regression analysis for variables predicting emotion focused coping
Model and predictor variables B SEB B t R? AR?
Model 1
DSQ Ds —0.27 0.07 -0.34 -3.92 0.115 0.115
Model 2
DSQ Ds —0.25 0.10 -0.31 -0.24 0.116 0.00
DSQ Dp —0.05 0.16 —0.04 —0.31
Model 3
DSQ Ds —0.31 0.11 —0.40 —2.98 0.150 0.034
DSQ Dp -0.18 0.17 -0.14 -1.04
DSQ Ax -0.24 0.11 0.25 2.15

Abbreviations: DSQ Ax dimensional symptom questionnaire anxiety DSQ Ds, DSQ distress; DSQ Dp, DSQ depression; AR?, R*change; B,
unstandardized coefficient; SEB, standardized error of beta; 8, standardized coefficient.

*p<0.05.
' p<0.01.
" p<0.001.

Likewise, multiple regression analysis is done where
distress, depression, and anxiety are taken as predictors for
emotion-focused coping. The analysis gives rise to three
models (=~Table 6). In the first model, distress is taken as a
predictor and the model significantly explained 11.5% of the
variance in emotion-focused coping, F (1, 118)=15.35,
p<0.001. In the second model, depression is added as a
predictor and the model shows 11.6% of the variance emo-
tion-solving coping, F(1,117)=7.67, and the R square change
is zero and hence not significant. In the third model, when
anxiety is added as a predictor, the model shows a 15%
variance in emotion-solving coping, F (1, 116) =6.80, p < .05,
and the R square change is found 0.03, and the p-value is
significant at 0.05 level. Thus, =Table 6 shows that distress
and anxiety are significant predictors of emotion-focused
coping among patients diagnosed with reproductive cancer.
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Subsequently, multiple regression analysis is done with
adaptive coping as a criterion, and distress, depression,
and anxiety as predictors. The analysis gives rise to three
models (=Table 7). In the first model, distress is taken as a
predictor and the model significantly explained 9% of the
variance in adaptive coping, F (1, 118)=12.95, p <0.001.In
the second model, depression is added as a predictor and
the model shows 11% of the variance in adaptive coping, F
(1,117) =8.36, and the R square change is 0.03 and the p-
value is not significant. In the third model, when anxiety is
added as a predictor, the model shows a 12% of variance in
emotion-solving coping, F (1, 116) =6.34, and the R square
change is found 0.02, and the p-value is not significant.
Thus, =Table 7 shows that distress is a significant predictor
of adaptive coping among patients diagnosed with repro-
ductive cancer.
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Table 7 Summary of multiple regression analysis for variables predicting adaptive coping

Model and predictor variables B SEB B t R? AR?
Model 1

DSQ Ds -0.11 0.03 —0.31 -3.60 0.09 0.09
Model 2

DSQ Ds —0.05 0.04 -0.14 —1.08 0.1 0.03
DSQ Dp -0.13 0.07 —-0.24 —1.87

Model 3

DSQ Ds -0.03 0.05 —0.08 —0.59 0.12 0.02
DSQ Dp -0.10 0.08 -0.17 —1.26

DSQ Ax -0.07 0.05 -0.17 —1.46

Abbreviations: DSQ Ax dimensional symptom questionnaire anxiety DSQ Ds, DSQ distress; DSQ Dp, DSQ depression; AR?, R*change; B,
unstandardized coefficient; SEB, standardized error of beta; f, standardized coefficient.

*p<0.05.
' p<0.01.
" p<0.001.

Discussion

Cancer may affect individuals irrespective of their age,
gender, and socioeconomic background. This study shows
the mean age of reproductive cancer patients is 46.7 years
(=Fig. 3). In this study, mean values of psychological states
demonstrate that there is a strong elevation in the scores of
distress and depression (~Table 1); the scores of anxiety and
somatization are on the moderately higher side among the
patients diagnosed with reproductive cancer. A study ob-
served that when diagnosed with cancer, approximately 30%
of the patients may suffer extreme psychological distress or
other mental conditions.*' Similar findings are observed in
the studies that psychological distress was high and the
pandemic had an adverse effect on the mental health of
the people.*? Patients had more difficulty coping with cancer
during the pandemic as there is increased concern regarding
susceptibility to infection and concerns regarding their
cancer treatment outcomes.*3

In the present research, it is observed from the mean score
of different types of coping (~Table 2) that seeking emotional
support is reported very high (76%), followed by venting
(63%), self-distraction (62%), instrumental support (59%),
religion (51%), and behavioral disengagement (50%). On the
other hand, humor (23%), substance use (25%), and positive
reframing (31%) coping strategies are seldom used by
patients diagnosed with reproductive cancer. Diverse coping
strategies are observed in this study such as venting, which
points to giving expression to one’s emotions and seeking
emotional support for attaining moral support, sympathy,
compassion, and care among patients diagnosed with cancer.

In this study, it is observed that more than 60 (50%) people
find some peace and solace in following their religious and
spiritual beliefs in the process of coping with cancer. Re-
search acknowledges that religion serves as a source of
emotional support and spirituality serves as a strong coping
mechanism providing spiritual strength and a healing touch
to body and mind during cancer.* In this study, maladaptive

coping is observed highest, and adaptive coping method is
the least observed among reproductive cancer patients
(=Table 3). The correlation matrix (~Table 4) demonstrates
a significant negative correlation between psychological
states and coping methods. A review of related studies
demonstrates similar findings supporting the present re-
search that changes owing to a pandemic such as lack of
social interaction and support, lifestyle changes, issues in the
work front, and added family responsibilities contributed to
psychological distress and the manifestation of mental
health issues.*>4

To summarize, this study observed a significant negative
correlation between psychological states and coping in
patients diagnosed with reproductive cancer. Predictors of
coping are thereby inferred using multiple linear regression
analysis (=Tables 5-67) that distress and depression are
predictors of problem-focused coping; distress and anxiety
are predictors of emotion-solving coping; and distress is the
predictor of adaptive coping among patients diagnosed with
reproductive cancer.

Strengths and Limitations of the Study

There seems to be a sparsity of Indian studies that indicate
the statistics related to cancer populations in India, during
the pandemic phase. The diverse age of the participants, the
inclusion of persons from the rural and urban areas, both
men and women, the study conducted during the pandem-
ic, and exploring their challenges are the key strengths of
the study. Research explains that psycho-oncology gives
insight into taking care of cancer patients, explaining the
psychological issues in oncology settings from the commu-
nication of diagnosis to treatment and end-of-life care.*”:48
This study explored the psychological states and coping
mechanisms of cancer patients during the pandemic, while
taking necessary precautions to safeguard their health, and
imparted psycho-education and psychosocial support for
holistic cancer care.
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In this study, as there was no baseline data collected
before the onset of the COVID-19 pandemic, and the data
collection was done during the pandemic phase, comparison
with non-COVID-19 situation was not possible. Hence,
whether the findings are attributable to the existent
COVID-19 situation is not clear within the scope of the study
that becomes a limitation of the study.

The Implication of the Study

It is important to mention that the augmentation of factors
such as social support and information from authentic
sources, dealing with the economic and financial burden,
and changes in the environment and lifestyle owing to the
COVID-19 pandemic emphasize the need for supportive
psychosocial interventions as per the previous research.*®
The findings explain the adverse effects of the pandemic and
possible interventions such as telepsychology and online
psychological treatments to decrease the negative effects
of the pandemic. Thus, a future direction seen is to expand
the scope of the study to an interventional model. Supportive
psychosocial interventions to deal with psychological states
and better coping are recommended for future research.
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explored the challenges during a pandemic crisis and
closely examined the difficulties faced by patients
diagnosed with chronic diseases like cancer who
may need long-term medication and regular health
assessment.12IThe lockdown has hindered the
delivery of specialized medical services, drugs, and
other healthcare needs to these patients.>*! While
it disruptedthe lives of all in many ways, patients
with chronic health problems and those who needed
regular healthcare checks or procedures were the most
affected. The caregivers of such patients also have to
withstand the impact owing to the uncertainties and
outcomes.

A study on the impact of COVID-19 on cancer
patients (Zhang et al., 2020) found that 28.6% of
study patients contracted the coronavirus due to
nosocomial infection while hospitalized for their
cancer treatment. This article describes cancer
treatment given within 14 days of the COVID-19
diagnosis was reported as a risk factor for developing
medical complications such as acute respiratory
distress syndrome (28.6%), septic shock (3%), and
acute myocardial infection (3.6%).1°l Thus, knowing
the challenges and dilemmas,Tsamakis et al,
2020emphasized the screening for COVID infection
and strict infection control measures in oncology
units.l Self-isolation and quarantine are the first
strategies recommended worldwide to slow down
the spread of pandemics, but the restrictions also
impose deliberate social isolation.”l With little
support, caregivers faced serious challenges in caring
for their loved ones struggling with chronic diseases
like cancer during the pandemic period (Shankar
et al., 2020).18l

The rationale of the study:

Chronic diseases like cancer present challenges
in accessing medical care for ongoing treatment
regimens like chemotherapy, radiation, or surgical
procedures during the pandemic. Any delay in
medical procedures could lead to disease progression,
resulting in complications and a cumulative disease
burden. On the other hand, a caregiver’s dilemma is
having to attend to their medical and other day-to-
day needs without any social support to add to their
woes. An attempt is made to explore the impact of
the pandemic on cancer patients and caregivers in the
present study.

Objectives of the Research

The present study focuses on the COVID-19

Pandemic, discussing psychosocial issues and
challenges faced by patients diagnosed with cancer
and their primary caregivers.The objectives of the
research are:

1. Toinvestigate cancer patients” difficulties and
psychosocial issues during the COVID-19
pandemic phase.

2. To study caregivers” challenges and coping

strategies during the pandemic period

Materials and Methods

One-on-one interviews were conducted with
18 cancer patients and their caregivers to capture
in-depth information about their experiences and
challenges during the prevailing pandemic period.
An attempt was made to understand the psychosocial
factors that play a significant role in providing quality
care to cancer patients. This study also explores
caregivers’ challenges in coping with the prevailing
pandemic situation.

Participant recruitment for qualitative interviews

A total of 36 participants, including 18 patients
and their caregivers, both male, and female, within
the age group of 18 to 65 years, from the Regional
cancer center were recruited for the present study.
Interviews facilitated by a semi-structured interview
guide, lasting approximately 20-30 minutes were
conducted for both groups (cancer patients and
caregivers) and field notes and their responses were
recorded.

Questionnaire Development

Interaction with health care providers, including
and the
researcher’s own experience as a medical professional

doctors, nurses, and social workers,
attending to queries and concerns from cancer
patients and their families helped to develop a semi-
structured interview questionnaire. A total of twenty-
four questions were included and when the tool was
administered to 3 cancer patients along with their
caregivers, whatever questions were not properly
understood were reframed. Wherever necessary,
spontaneous secondary and relevant questions were
asked for better exploration. There are no positive
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or negative answers andtherefore, no marks were
allotted. Instead, all the participant’s responses to the
questions were carefully noted.

Collection of Data

Interviews were conducted by the researchers
during the pandemic period. Participants were
informed about the purposes and format of the
interview as well as their rights, and informed
consent was obtained. Socio-demographic and
health questions included were direct and closed-
ended, whereas open-ended questions were asked
to explore their challenges and experiences during
the pandemic period. The impact of the pandemic
on health care, personal aspects (physical, emotional,
and social), lifestyle changes, crisis if any, and their
coping methods were noted. Any other factors that
are important and have an impact on their lives were
also included in the study.

Analysis of Data

The characteristics of the participants were

summarized. The interview transcripts were
reviewed and given numbers to maintain patient
confidentiality and ensure transcript completeness
and accuracy. The data underwent “thematic
analysis” following a prescribed coding framework
involving the extraction and review of excerpts, with
new codes added as themes and concepts emerged
from the data. Key themes and sub-themes related to
patient experiences and caregivers’ challenges during
the pandemic were summarised and illustrative
interview quotes were used to support the key

findings identified from the interview transcripts.

Results
Sample characteristics: qualitative interviews

Interviews were conducted with 18 cancer
patients from the regional cancer center and private
hospitals along with their caregivers. There are
10 female and 8 male cancer patients in the given
sample. The majority of participants in the caregiver’s
group were female, with the formal education of
tenth or twelfth grade only, from a lower or middle
socioeconomic status, and rural (12) as well as urban
(6) areas. The mean participant age of cancer patients
is 46 years old, and that of caregivers is 58 years old.

Despite common responses by the participants, there
were differences found in symptoms, contributors,
coping, and progression of illness among cancer
patients and their caregivers.

The transcribed data (semi-structured interview)
was segmented, and responses were -carefully
analyzed and coded into sub-themes (20) and themes
(9). Below are the illustrative quotes that describethe
Interview participant’s experiences and verbal
responses on the impact of COVID- 19.

Key themes (Subthemes)are derived from the
Mlustrative Quotes. Here, (P) refers to cancer patients
and (C) refers to Caregivers.

1. Healthcare needs & availability

(Access to medical information, Access to
treatment, and Availability of drugs & healthcare
resources during the pandemic)

(P) ‘I have no idea when I will have my next
treatment.

(P) ‘It was miserable and I couldn’t tolerate the
pain and wanted to go to the hospital,” said a patient.

(C) “We were trying to connect to the hospital
several times, but they didn’t answer.

(C) “Where would we get medicine from during
lockdown? Medicines for pain (morphine) are not
available outside.

(C) “Buses or other transport were not available
to travel to the hospital,” remarked a caregiver.

2. Fear of infection

(Fear of corona infection, Expressed anxiety/
worry, Distress)

(P) One lung cancer patient anticipated the risks.
I think all the treatment will go to waste if I get
infected with the coronavirus. It may lead to serious
complications and I may infect others too.

(P) Another participant commented, “If not for
COVID, cancer would kill me.”

(C) A lady expressed her fear of infection to her
son as he is undergoing chemotherapy for cancer at a
private hospital. She said, “What if he gets a Corona
from the hospital itself?” I am tense and don’t know
what is right and what could go wrong at any time.
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(C) “My parents are very old and there is always
a risk of infection transmission to them.”

(C) Another caregiver was anxious and upset
about hospitals” not taking enough precautions and
allowing the mixing of staff from the COVID Ward to
the Oncology Block. “The hospital having a COVID
block in the nearby premises is a threat to my family,”
he said.

3. Social challenges

(Lack of social interaction, reported lack of social
support)

(P) “Sitting alone all day without even seeing
someone and having nothing to dois very frustrating”,
a young cancer patient responded.

(C) ‘I can’t even get my parents home for some
support due to the pandemic situation.”

(C) Due to the pandemic, even my helper is not
coming and I can’t seek any relative’s help. I am so
tired and left with no time for myself”.

(C) ‘Having no help from anywhere during a
pandemic is tough’, said a caregiver.

4. Financial challenges”

(Loss of business /income source/Loss of job)

(P) “I have applied for long-term leave and have
had no salary for the past 4 months, said a cancer
patient who is undergoing radiation treatment”.

(C) A caregiver said, ‘owing to a pandemic, our
Kirana shop is closed and my elder son gets only half
his salary.’

(C) "We are left with very little money having
no daily wage work and worried about my wife’s

treatment for breast cancer, a caregiver expressed.
5. Work-life balance”

(Challenges of working from home, online classes
for children, managing office work and domestic
chores)

(C) A caregiver expressed her woes that ‘working
from home and managing things at home is a double
challenge’.

(C) “Attending children having online classes
and me working from home and taking care of my
husband diagnosed with Prostate cancer is somewhat
difficult.

6. Lifestyle disruption

(Procurement of Items, Lifestyle changes, Absence
of Leisure activity)

(P) One cancer patient expressed his difficulty, ‘1
can’t go out to buy any essentials even from nearby
shops.

(P) Another patient said, ‘I can’t go out with my
friends for my regular walks. I am always sitting at
home.

(C) “There is no leisure activity when you work
from home and it’s like full-time work”, remarked a
caregiver.

7. Difficulty in adaptation to pandemic protocols
(Using face mask &sanitizer)

(P) One elderly patient diagnosed with lung
cancer expressed anguish over the pandemic
situation. He said ‘I feel suffocated using masks all
the time and even seeing others in masks makes me
feel anxious.

(©) “It is difficult to wear a mask and sanitize
premises now and then”.

8. Strategies of management

(Dealing with the changes and adjustment, self-
care regime)

(P) ‘I take precautionary steps such as using a
mask, sanitizer very often and strictly avoids public
places which are very crowded’ as told by a breast
cancer patient.

(C) A caregiver expressed, ‘We regularly do self-
care practices like yoga and breathing exercises. Also,
we eat a nutritious diet and herbal supplements to
boost our immunity.’

9. Fear of uncertainty
(Uncertainty & dilemma about the future)

(P) A lung cancer patient asked, ‘What's more
deadly Cancer or Corona? When will it get in control?’

(C) Caregiver expressed their concern, ‘I have no
idea whether the situation will improve or worsen
with time?’

Apart from these responses, two of the patients
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reported that they had received a phone call from
a private Cancer Hospital and there was no delay
in their scheduled chemotherapy session. “My
treatment went smoothly, and the hospital had taken
screening as well as proper safety measures.” “Our
medical records were sanitized and the premises
were disinfected,” said a caregiver.

Key themes that emerged in the study are

health care needs and availability, fear of infection,
social & financial challenges,work-life imbalance,
lifestyle disruption,difficulty in adapting to covid
protocols,strategies of management, and fear of
uncertainty.

Figure 1. Themes from the Interview participant’s
responses (N=18)
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Figure 1: Represents nine key themesthat emerged in the study
(comparing the verbal quotes from cancer patients and caregivers).

Discussion

The present study provided valuable insight into
patients” and caregivers’ perspectives on dealing with
the dual challenges of cancer and corona. Healthcare
needs, availability, and lack of social support are
the most commonly reported symptoms by 6 cancer
patients and their caregivers (33.3%). Difficulties in
transport, procurement of medicines, and delays
in treatment are the main difficulties reported by
10 caregivers, most of whom are located in remote
or rural areas (55%). On the other hand, 6 patients
reported having symptoms of pain and fatigue (33%),
2 patients reported disruption in lifestyle (11%), as
well as difficulties adhering to COVID protocols
(11%). Fear of infection, as well as fear of uncertainty,
is expressed by 2 cancer patients and 3 caregivers
(14%). Lack of social support and loss of an income
source is burdensome, creating anxiety and deep
worry, majorly reported by 6 caregivers (33%) in the
present study.

Research provides supportive evidence that the
potential mental health effects of COVID-19 might be

associated with the primary effects of epidemic disease
outbreaks as well as secondary effects of economic
recessions and depression, loneliness, quarantine,
and social isolation.’During the pandemic, the
World Health Organization and most governments
strongly advised people to stay at home and be safe.
As aresult, a large proportion of the population who
lived alone had mental health concerns during this
period. Prolonged periods of domestic confinement
can lead to an increased prevalence of post-traumatic
stress disorder, loneliness, boredom, and anger
during and after quarantine.l'l Research(Matias,
Dominski,& Marks, 2020) largely supports and
rationalizes human needs in COVID-19 isolation.
Blwilliams, Morelli, Ong, & Zaki,2018, describes in
their study that being connected with others fulfilled
self-affiliation, thus helping people to regulate their
emotions, cope with stress and remain resilient.[14]
It is evident that during the lockdown, unmet self-
protection needs may cause systematic frustration of
a deep-seated need to ensure the protection of self
and family. It may induce fear, anxiety, and distress,
and is also associated with insomnia, irritability,
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and aggression. A sense of loss experienced in
society due to the loss of direct social contact in
multiple forms, such as loved ones, employment,
education opportunities, social support, relaxation,
and recreation, is reported.>1%] The present study
describes the challenges of having no social support
and the psycho-social impact of Corona on cancer
patients and their families.

Working in a lockdown phase during a
pandemic from home had its challenges, according
to research (Kumar, Kumar, Aggarwal, &Yeap,
2021)on COVID-19-induced work stress, job
performance, distress, and life satisfaction.[”]
Ashforth, Kreiner, & Fugate, 2000 explain in their
study thatemployees who worked from home,
shared household responsibilities, and switched
from one role to another while being distracted by
thoughts, emotions, or demands associated with
another role be extremely frustrating.['! According
to the responses of the caregivers, this appears to be
primarily a concern (Table 1). In the present study,
caregivers majorly reported complaints of working
from home, facing challenges sharing household
responsibilities, family obligations, and work
commitments, and missing work-life balance during
the lockdown phase of COVID-19. Role overload,
family distraction, changes in lifestyle choices, and
occupational discomfort were significant predictors
of distress during the lockdown. Life satisfaction
has been reduced due to a significant increase
in distress levels and lowered job performance.
Pfefferbaumé& North, 2020

study thatit is important to monitor vulnerability

reported in their
such as pre-existing physical or psychological
conditions for medical evaluation, and supportive
intervention such as psychoeducation and cognitive
enhance

behavioral techniques to

19]

coping is
emphasized.!

Conclusion

Research studies suggest that interventions

include online psychological support and
psychological first-aid, imparting education through
Telepsychology. This also explains that interventions
based on technological tools and programs to mitigate
the effects of the pandemic are the ‘new normal.

[2lTelemedicine emerging as the new perspective

of well-being to address the several psycho-
social concerns of patients and caregivers,[?-??]
and psychosocial interventions designed to meet
the needs of the patients and caregivers need to be
focused.] Practical approaches such as educating
people and creating awareness about the current
pandemic situation, creating access to medical care
and psychological support, and information from

reliable sources are emphasized in the study.
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