Evaluation of Suffering and Distress in Breast Cancer Patients of

Indian Heritage Undergoing Treatment.

Short title: Psychological symptoms in breast cancer patients of Indian heritage

Dr Sunitha Mary Daniel MBBS, FRCP

PhD

The University of Hull and the University of York

Hull York Medical School

September 2022



Abstract

Background Breast cancer is now the most common cancer among women in India. The
rising incidence is thought to be due to increased life expectancy, urbanisation, and
adoption of western lifestyles. However, little is known about the psychological impact of
the disease and its treatment among women of Indian heritage living anywhere in the
world, and how their culture influences their experience of cancer-related psychological

concerns.

Aim. To improve the knowledge about the psychological concerns among Indian heritage
women with breast cancer on treatment and what helps to relieve or worsen these
distresses. | also aimed to explore the cultural context within which Indian women with
breast cancer living in India experience the psychological concerns, and its impact.
Methods. To understand what is already known about the psychological concerns of Indian
women with breast cancer living anywhere in the world, | conducted a mixed-methods
systematic literature review using Centre for Reviews and Dissemination methods, and
modified critical interpretive synthesis, through the lens of cultural distress theory. To
explore the experience of distress/suffering as well as factors affecting them, in Indian
women with breast cancer living in India with special focus on patients undergoing
treatment, | conducted in-depth interviews with 20 women from Kerala undergoing
treatment for breast cancer. To investigate the cultural context in which Indian women with
breast cancer experience their disease and treatment | conducted five focus groups with
(health care workers (2 groups)) lay public (3 groups). Both interview and focus groups were
conducted in the regional language (Malayalam) and English as indicated, verbatim
transcribed, translated into English, and back translated and data subjected to thematic
analysis. Cultural distress and cultural task analysis theories were used to underpin the

primary qualitative studies.

Findings The available data from India and Canada indicate that the psychological concerns
are like ‘Western’ women but are experienced within a common culture of Indian women.
Family structure, religion and community appear to both protect against and cause distress
in relation to an expected core role (wife, mother, family carer), and male dominance -
particularly in decision making. Both qualitative studies described psychological impact

relating to body image, particularly hair loss, change of family role and their need for



support. Like the review findings, family and faith were recognised as the major framework
providing key support but also significant stress. Both clinicians and lay groups were also
concerned about the financial implications of the disease and its treatment, and issues
around lack of early cancer detection. Lay people and nurses also commented that poor

communication and lack of empathy from doctors aggravated distress.

Conclusion Indian women with breast cancer living in India and Canada experience
psychological morbidities which profoundly affect, and are affected by, their role in their
family and the wider community. Culturally congruent care, including accessible
communication and information, may help prevent and alleviate distress whether in India or
in a migrant community. Clinical and lay communities were aware of the widespread
psychological impact affecting women with breast cancer which are amplified by the
patriarchal context within which they live. Family and faith provide a strong support
structure but are also a cause of distress, as core roles and expectations are challenged by
this disease of womanhood. These insights are useful for clinicians aiming to provide

culturally congruent breast cancer care for Indian women anywhere in the world.
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1 INTRODUCTION TO BREAST CANCER IN INDIA.

1.1 Background

Breast cancer is the commonest form of cancer among women of all racial and ethnic
groups both in the developed and the developing world. The rising incidence of breast
cancer in the developing world is thought to be due to increase in life expectancy, increased
urbanization and adoption of western lifestyles. The total number of cases of breast cancer
diagnosed in women all over the world in 2018 was over two million (1), which is about 24%
of new cancer cases and 15% of cancer deaths. Incident cases are expected to increase by
more than 46% by 2040 (2). The incidence varies between ethnic groups in the United
States with highest among non-Hispanic women followed by white women, black women
and Asian/Pacific Islander women (3). Similarly in the UK, South Asian and Black women
have a lower risk of breast cancer than white women (4); but worse outcomes despite equal

access to health care (5).
1.2 Etiology

The etiology of all invasive breast cancers is unknown, but certain factors are thought to

play a role. These include
1.2.1 Genetic factors

There are a number of genetic mutations linked to breast cancer in about 5% to 10% of
cancers. The commonest are the BRCA1 and BRCA2 mutations (6), which increase the
cumulative lifetime risk of developing breast cancer to 72% and 69% respectively (7). These

are one of the reasons for early onset cancers and familial aggregation.
1.2.2 Hormonal factors

An early menarche is linked to a higher risk of occurrence of breast cancer due to a longer
period of exposure to oestrogens (8), while prolonged breast feeding decreases the risk of
occurrence of breast cancer (9). Prospective studies have demonstrated the correlation
between increased levels of endogenous sex hormones and a significant elevation in the risk

of breast cancer especially in post-menopausal women (10). Similarly the use of hormone
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supplements post menopause is linked to an increased risk of breast cancer which increases
with the duration of treatment (9), however similar correlation with oral contraceptive

usage has not been established (11).

1.2.3 Dietary habits and life style

Breast cancer is now considered a life style disease and there are a number of modifiable
risk factors linked to breast cancer including diet rich in fat leading to obesity as well as
processed products, flavour enhancing products and other chemicals in food which can
cause malignant transformation of mammary gland cells (12). It has been shown that
regular physical activity at 3-5 times/week reduces the risk of breast cancer recurrence by
20-40% and is often recommended to obese women with breast cancer after the primary

surgical procedure (13).

1.3 Treatment

Standard treatment for early-stage breast cancer is primary surgery with or without breast
reconstruction or primary systemic therapy followed by surgery. Further adjuvant therapy,
which includes radiotherapy, chemotherapy, biological therapy or endocrine therapy, is
offered depending on assessment of prognostic and predictive factors and potential
benefits and side effects of the treatment (14). The development of physical symptoms like
pain, paraesthesia and oedema after treatment was found to be related to the type of
surgery as well as the use of other treatment modalities including radiotherapy and

chemotherapy (15).
1.4 Psychological symptoms in breast cancer patients

A preliminary and informal scoping search of the literature (using MeSH headings for breast
cancer and psychological symptoms; single database only [Medline]; no date limits) found
several studies evaluating the psychological symptoms of breast cancer patients both in
relation to the disease or its treatment. Psychological symptoms are common in women
diagnosed with breast cancer due to the considerable distress associated with cancer
diagnosis, fear of relapse or death, body image issues and treatment related side effects
(16). A five year observational cohort study among 170 women with early breast cancer

showed that nearly 50% of the women with early breast cancer had depression, anxiety, or
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both, in the year after diagnosis, 25% in the second, third, and fourth years, and 15% in the
fifth year (17). The factors contributing to persistence of symptoms include previous
psychological treatment, lack of an intimate confiding relationship, younger age, and
severely stressful non-cancer life experiences (17).

A four-month observation of 151 women, with early-stage breast cancer who had initial
surgical treatment followed by chemotherapy and or radiotherapy, found that women who
underwent mastectomy reported more cancer related distress and avoidance of reminders
of cancer, than those who underwent lumpectomy. Moreover, the chemotherapy plus
radiotherapy group reported more intrusive negative thoughts than the radiotherapy only
group (18). However, in a different study assessing psychological outcomes of different
treatment modalities, the prevalence of anxiety and depression was found to be similar in
the post-operative period irrespective of mastectomy or lumpectomy (19). Nearly half of
women who had mastectomy and 37% of who underwent lumpectomy were anxious two
weeks postoperatively. When assessed after a year, this number declined but was still high
at 28% and 27% respectively. Moreover, between 15% and 29% of women irrespective of

treatment were found to be depressed at each assessment.

Post treatment breast cancer patients were screened for depression and anxiety in two
separate studies conducted in the United Kingdom and Australia (20, 21). They found that
10-12% of patients had borderline clinically relevant levels of depression and 45-46 % of
patients had significant anxiety. Psychological symptoms and social isolation are not only
distressing for patients but are also associated with reduced compliance with medical
treatment (22). A meta-analysis on patient adherence and medical treatment outcomes
showed that the risk for non-compliance with medical treatment increases threefold in

patients with depression (23).

Few studies related to women of Indian heritage, and there was no systematic review to

identify the extent of the evidence and knowledge gaps in this population.
1.5 Impact of cultural background

Women from diverse cultural backgrounds have differences in cancer care experiences. A
study among Chinese-American and Non-Hispanic White breast cancer survivors showed

that Chinese immigrants are at risk for greater distress compared to US born Chinese and
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Non-Hispanic survivors (24). In conventional Eastern views of care, physicians represent an
authority of medical knowledge and are highly respected and cancer is considered as an
incurable and stigmatized disease. This makes the women less liable to communicate their
wishes to physicians or challenge them and have some self-imposed barriers to accessing
care which include not seeking preventive care such as screening (25). It was noted that
Chinese survivors reported different side effects (e.g., skin problems) from treatments and
more immigrants turned to traditional Chinese medicine to find cures when their physical

distress was less well relieved than their US born counterparts.

Breast cancer survivors, living in Iran, experienced a poor quality of life across a broad
spectrum of health domains, including social, emotional and spiritual in a cross-sectional
study conducted among sixty-eight patients undergoing radiotherapy (26). Multiple
regression analysis indicated that social functioning, pain, and arm symptoms were more
important in predicting the general quality of life. The radiotherapy treatment was
associated with arm pain and oedema which has strong association with quality of life. This

highlights the need for psychosocial support during their period of treatment.

A qualitative study on experiences of women with breast cancer living in Syria, regarding
chemotherapy reported both psychological discomforts, including hopelessness, fear,
altered body image, depression, and negative emotion as well as physical symptoms of
fatigue, nausea, vomiting, loss of hair, and pain as the most disabling symptoms.
Interestingly, contrary to their cultural practices to repress breast cancer discussion, the
women in the study found this difficult and verbalized their need for society support and

acceptance (27).

A systematic review of breast cancer experience and survivorship among Asian Americans
has highlighted the commonly reported treatment side effects as fatigue, irritability, loss of
physical strength, recurring pain and poor quality of life (28). Asian American women
described their sadness and unwillingness to recall the cancer experience, and anxiety
during physical examination, due to cultural taboos which prevent them from talking about
cancer or touching one’s body (28). This can often result in the avoidance of self-exams and
screenings. They also reported feelings of self-consciousness and inadequacy, and perceived
cancer as a stigma, not able to openly discuss with their families, their fear of relapse of

disease and death all contributing to their distress. Further, Asian cultural and gender
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socialization expects Asian American women to be altruistic and fostering of their husband

and family, serving as caregivers with obligations, not as dependants (29).

Another systematic review of the literature of breast cancer and coping among American
women of colour demonstrates vital differences in how women of diverse cultures respond
to related stressors and variations in their coping strategies (30). In studies with multiple
ethnic groups, positive forms of coping such as self-distraction, venting and positive
reappraisal were more common among women of colour than white women. Qualitative
studies also indicate that among racially/ ethnically diverse subgroups, religious beliefs and

norms affect appraisal and coping responses.

Focus group discussion and key informant interviews among women from various ethnic
backgrounds, living in the United States, have shown the influence of culture in accessing
psychosocial care and using coping mechanisms (28). Research conducted among African
Americans, Latina, Asian and Caucasian women indicated that women’s responses to breast
cancer often include fear, worry and denial irrespective of their ethnic background.
However, particularly among older women of colour and more recent immigrants, cultural
beliefs may deter their accessing psychosocial care, since they may be reluctant to discuss
emotional problems and personal feelings with mental health professionals. Family has
been highlighted as primary resource for support for breast cancer survivors, particularly for

Asians and Latinas.

Cultural beliefs therefore appear to play a role in women’s responses to the diagnosis and
treatment of cancer, as well as accessing medical help, and are distinct from the Western
culture of autonomy and individualism. The difference in experiences and responses
between the immigrants and natives probably indicates migration of culture with the

population.
1.6 Breast cancer in India

Despite these reports of psychological distress and impact of cultural background, there
appears to be little or no research to explore psychological distress among breast cancer
patients undergoing treatment in the Indian subcontinent. Over last ten years or so, breast
cancer has been rising steadily in India and is currently the most common cancer in women

in India, ahead of cervical cancer (31, 32). Both, the incidence, as well as deaths, due to
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breast cancer is greater than cervical cancer accounting for 25% to 31% of all cancers in
women in Indian cities (33). Breast cancer accounts for about one-quarter of all cancers in
Indian women; about half of all cancer related deaths. In 2020, 3465951 (24.1%) women
were newly detected with, and 1121413 (15.4%) women died of, breast cancer in India (34).
In most Asian societies, the majority of breast cancers are diagnosed at a relatively late
stage. International Agency for Research on Cancer (IARC) registry data shows that that 45%
of newly diagnosed cases of breast cancer and 55% of breast cancer related mortality
currently occur in low- and middle-income countries. The survival from breast cancer in
North America is more than 80% while it is 40% in low-income countries. This is mainly
because of a lack of early detection programmes and inadequate resources for treatment

(35).

Most of the cancers are diagnosed at a late stage, 50% of which are locally advanced
cancers probably due to lack of awareness, a non-existent large scale breast cancer
screening program and socio-cultural barriers like the Purdah system, and an unwillingness
to expose self or subject themselves to screening breast examinations and imaging (36).
There is a low level of awareness of breast cancer risk factors among Indian women,
irrespective of their socio-economic and educational background (37). Primary treatment is
delivered through public sector hospitals, private and employer-funded insurance, personal
out-of-pocket fees, community-based and non- profit organisations, and by external funds

from loans and grants (38, 39).

It is important to understand the cultural background of the population to give us insight
into the decision-making process, their behaviour in relation to cancer screening and

diagnosis as well as to understand the psychological response to diagnosis and treatment.
1.7 Indian history, culture, diaspora and immigration
1.7.1 Historical background

India, the seventh largest country in the world, located in South Asia, is the world’s biggest
democracy and the second most populous country. It has one of the oldest civilizations of
the world with a continuous history. India is a birthplace of four religions, Hinduism,

Buddhism, Jainism, and Sikhism, which is reflected in the vital and decisive role religion
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plays in life of its people (40). It is believed that the earliest inhabitants came as small
groups to the subcontinent nearly 50,000 years ago from Africa by way of the coast (41).
Later from 7000 BC, along the banks of river Indus, humans settled down and developed
agriculture based economy, which was later known as Indus Valley civilization (42). This had
a mixture of ethnic groups comprising of hunter-gatherer, migrant farmer and pastoralist
communities. The interesting discoveries of human figurines from the time indicates that
women held high positions in society, the people worshiped natural forces with feminine
divine power (43), however there was some division of labour with women mostly engaged

in grinding grain and preparing food (41).

1.7.2 Indian culture and the role of women

The cultural development of the country began in the second millennium BC when the
oldest known texts ‘Vedas’ were written and this was followed by development of Sanskrit
language and a classical civilization on the banks of sacred river Ganga under the ancient
empires of Mauryas and Guptas (44). This period also showed the development of Hinduism
which continued to flourish despite a long series of foreign invasion and is also marked by
the declining status of women and the development of the caste system (45). The Laws of
Manu, an important book written during this period, described a series of legal injunctions
and moral prescriptions effectively tying the women to patriarchal family requiring them to
observe submissiveness to father, husband and son (45). The book reduced the property
rights of women, recommended significant difference in ages between husband and wife,
encouraged early marriage for women and banned widow remarriage. The Law describes
women to be care takers of the home, responsible for running of the family smoothly,
looking after aged in-laws and nurturing the children (43). However, the impact of the book
was limited in areas where Sanskrit tradition was weak, such as the state of Kerala where
matrilineal descent among Nayar Hindus continued till nineteenth century. This system
referred to as ‘Marumakkathayam system of inheritance’ is the law by which succession to
property is traced through females and not through males (46). The two Hindu epics written
during this time, Ramayana and Mahabharata also describe instances where birth of son
was an event of celebration, while daughters were considered as source of misery and
worry, even for royalty (47). Another prevailing custom described in the laws was the

practice of ‘kanyadan’ or the gift of virgin daughter in marriage which occurs between two
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males, father and the groom, which gives man the greatest spiritual merit and an
unidirectional flow of gifts from the bride’s to groom’s family which later developed and
came to be known as the dowry system (48). The dowry system continues to be a social evil
in the country and in spite of laws prohibiting the practice, National Crime Records Bureau

of India, recorded a total of 8,618 female deaths related to dowry disputes in 2011 (49).

The Buddhist age witnessed a serious change in the status of Indian women with adoption
of daughters made valid, and acceptance of women as nuns to Buddhist monasteries which
changed the general belief that the birth of son was indispensable to attain salvation and
also helped in propagating the religion and also was a great incentive for female education
among aristocracy (43, 47). A new form of Buddhism called ‘Tantric Buddhism’ taught that
enlightenment can be achieved through everyday activities and characterised women to be

ancillary in male yogic practices to attain enlightenment (45).

The spread of Islam into South Asia at around 1000 AD resulted in the development of
Purdah system or veiling of Muslim women. In addition, Hindu men began to veil their wives
as a protection from possible dishonour by Muslim men and as a form of social prestige.
This occurred around the same time as Sanskrit writings which reinforced the already
existing patriarchal culture. Women were also physically secluded to emphasise the
importance of female chastity to maintain family honour and pride in withdrawing women
from economically fruitful public activities. Physical seclusion usually occurs in a part of
house commonly referred to as ‘harim’ or ‘zenana’, this was considered to be a woman’s
abode where various activities including sexual relationships, reproduction in the family,
socialization of children and daughters-in-law and general household management takes
place. But these ‘harims’ were also considered as areas of power where the highest
authority was with the oldest female who is usually the wife of the eldest male. In spite of
the general patriarchy the young women experienced, on a daily basis the Indian women

face the cultural norms placed by the mothers, mother-in-law and daughter-in-law (45).

The eighteenth century saw the development of sections that would characterise the
modern social environment during the time of Mughals; women were considered to be
safeguards of fortune and mothers of kings. The honour of Sultan was based on the

impeccable virtue of mother, wife, daughters and sisters. A few powerful women managed
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to play important role in politics both inside and outside the Mughal Empire either as rulers
in their own right or on behalf of their husbands or preserving power for their sons.
However, women who ruled or acted on the behalf of husbands received criticism as they
were threatening the established order while women who held power for their son received
praise. One such woman was Mumtaz Mahal, wife of Mughal emperor Shah Jahan, on
whose memory the iconic Taj Mahal was built, when she died after birth of her fourteenth
child. She was much loved by her husband, was also knowledgeable about major policies
and was in charge of the imperial seal (45). Female seclusion (‘Purdah’) system and ‘sati’
became expressions of female purity, piety, devotion and heroism, women’s place was
considered to be at home with low participation in education and wage labour (50). ‘Sati’
originated as a social custom among Aryans and later among tribes migrating from central
Asia to South Asia, it is a practice whereby the virtuous woman dedicated to her husband,
burns to death on his funeral pyre, even though in the ‘puranas’, which are a class of
religious literature that dates from fourth to fourteenth century AD, Sati is also mentioned
as a Goddess who is the first wife of Lord Siva and commits self-immolation because of an

insult to her God-Husband.

Another warrior queen who was mythologized years later was Rani Lakshmi of Jhansi, who
fought against the British for the rights of her adopted son after her husband died and
joined the revolt of Indian troops of 1857 or ‘sepoy mutiny’, later succumbed to injuries
received in the battle. She was described as “the only man among the rebels” by General
Hugh Rose after her death and was a potent symbol of courageous resistance and female

identity (45).

The contact of Indian culture with that of the British also brought improvement in the status
of women (43). Several Indian women appeared as major political leaders during conflicts
against British, and British officials constructed a hierarchy according to the status of
women based on claims that position of women reflected the level of development of
civilisation, although Indian women were given inferior position as compared to European
women. In the latter part of nineteenth century, several woman reformers emerged,
fighting against social problems like child marriage, sati, promoted widow remarriages, and
fought for female education. Christian missionaries, Indian religious leaders and British

officials promoted female education so that they would be better companions for their
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educated husbands and suitable mothers for their sons. Later, women started working and
earning mostly in the field of education and medicine by the elite group, while non elite
group women entered the manufacturing area, textile industry, agricultural sector like tea
and coffee plantations. In the late nineteenth century Indian women formed organisations
and associations by their own initiative and thereby gained organisational and debate skills
and later played important role in social reforms (45). Another factor in the revival of
women's position was the influence of Mahatma Gandhi who encouraged women to
participate in the Freedom Movement (43) and women participated in more revolutionary
movements including communist movement and were actively involved in the relief work
among the people affected by the Bengal famine (45). However, in spite of this
improvement in the role of women, the prevailing expectation of subservience to father,
then husband, then son with regard to important decisions continues in the family system in

India.

1.7.3 Family system in India

Families are important institutions that play a key role in the lives of most Indians. India,
traditionally, has a joint or extended family system which is mentioned in some of the
sacred Hindu books and has been so for centuries. It consists of number of married couples
and their children who live together in the same house (51). This conventional joint family
system has not only persisted, but also been further reinforced in the face of urban-
industrial civilisation (52). In joint family systems, members of the family have their duties
defined based on gender and personal experience (53). The joint family system was a part of
the religious belief system in Hinduism with family Gods and family life cycle rituals largely
responsible for maintaining joint families in India. This custom is also responsible for the
economic uplift of some of the major business families in the country (52). However, the
joint family has intrinsic weaknesses with arrangement of roles and a regular pattern of
beliefs and traditions which is rooted in Hinduism's belief in the inequality between sexes
and occupations, Indian family is by and large patriarchal in structure (52, 54). The patriarch
of the Indian family is a protective totalitarian figure, respected by all family members (55).
There is also a predominance of marriage between close relatives, which is more common in
South India where the institution of joint family is stronger than in the rest of the country

(53), these however has been more matriarchal and matricentred (56). On marriage, a girl
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leaves her ancestral family and becomes a part of the joint family of her husband. Women
often take the role of a fostering parent who is esteemed and cherished similar to the
Indian epics which portray women as bound by tradition, diligent , self-sacrificing, self-

denying, and yet powerful (57).

In almost all patriarchal societies in ancient times, the birth of a son is preferred to a
daughter. This is no different in India and seen as early as during the Vedic and Indo-Iranian
age. Boys are also known to be given privileged treatment than girls since childhood with
more precedence in the area of nourishment, schooling, and career which is more so in
northern states of country. The poor sex ratio of the females to males in almost all northern
states, which constitute 60% of India’s population, indicates the low status of women and
poor nutritional status. Kerala is an exception; the state boasts the highest female literacy
rates, highest female to male sex ratio and lowest population growth in the whole of India
(52). However, tradition and custom still govern the actions of a large majority of women in
India (54). The dowry system which developed during the medieval times in royal families
was established further during the middle of 19" century among common people and it
continue to exist in various parts of the country today (47). This places additional burden on
families having female children leading to instances of female infanticide and foeticide in
different parts of the country which has been first reported during British rule and
unfortunately continuing to date (58). Girls are trained from childhood to be submissive,
virtuous and separated from boys (52). Once they are married, which is usually arranged by
the parents, they are expected to adhere to the cultural belief that Indian women should
conceive within one year of marriage; a belief usually reinforced by family members (59,
60). The women are stigmatised if they remain childless, either voluntarily or involuntarily
(61) to the extent that this was allowed as grounds for divorce in lower caste marriages (52).
In fact, there are passages in religious books which describe the ill fortune of childless
women such that even beggars refuse to accept alms from her (51), indicating the deeply

embedded stigma in Indian culture.

1.7.4 Religion

India has the uniqueness of being the land from which four important religions namely

Hinduism, Buddhism, Sikhism and Jainism originated. At the same time, the country is home
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to several indigenous faiths and tribal religions which have survived the influence of major
religions for centuries. According to 2011 census about 99.7% of population declared their
religion (62), this overwhelming influence of religion is embedded within the country’s
culture and society. As described above, religious practices have been evidenced from
prehistoric times and religion is closely intertwined with cultures, caste system, family life
and the status of women in family and community. All the four major religions teach
‘dharma’ or the principle that can maintain universe, karma’ or action and ‘bhakti’ or way
of devotion which seemed to carried on by seculars and pluralistic group too (63). People
tend to consider ‘karma’, God and spirits, as important causes of life’s events like disease
and suffering. Religion and spirituality plays an important role in how most Indians cope
with diagnosis of illness, some consider it as fate or ‘kismet’ or the result of their ‘karma’
while it is seen that people have better mental health and greater adaptability to stress if

they are religious (64).

1.7.5 History of Emigration

According to United Nations International Migration report of 2015, out of the 244 million
international migrants worldwide, 104 million (43%), were born in Asia with 18 million
coming from India (65). India therefore has the largest diaspora in the world with majority
of international migrants living in 10 countries, including United States of America, United

Kingdom and Canada (66).

India has a long history of migration which dates from the early nineteenth century, when
large number of families migrated to East and South Africa, West Indies, Fiji Islands, western
regions of Canada and the United States for the purpose of labour. Until the end of the
1960s the UK was the main beneficiary of Indian migrants, skilled and unskilled, principally
due to colonial ties between the two countries and the advantage of having English
language as the medium of education in India, particularly at the higher, professional and
technical levels (67). Later on, a new flow occurred to the U.S.A., and Canada, including
both low skilled and skilled workers, as well as students pursuing higher education, which
contributed to a significant growth of families of Asian Indian heritage especially in North
America (54, 67). Immigration of South Asians into Canada commenced at the start of

twentieth century with the entry into British Columbia by Sikhs from the State of Punjab
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(68). Immigration continues and is responsible for the diffusion of culture and religion to
different parts of the world , India still maintains to have the largest pool of skilled labour in

the world and will be largest source of emigrants in the predictable future (67, 69).
1.8 Acculturation

Acculturation refers to the psychosocial adjustment and adaptation to a new culture for
people from another culture (70). It has been shown from the studies among migrant
Indians in the UK and America, that they tend to keep certain aspects of their traditional life
style from back home while embracing few modern regimes; perseverance of deep religious
faith and family loyalty being the most important ones. Women are inspired to work while
husband takes their share of household responsibility, nevertheless, the engrained
patriarchy persists with male member deemed to be the authority figure and decision
maker and couples maintain a lasting obligation to marriage (54). Similar studies among
South Asian women in Canada as compared to Anglo Saxon immigrants showed that,
though the former women were embedded in their conventional values of their cultural
legacy; they also demonstrated contemporary, future adapted ambition. They are extremely
devoted to family and home; keep up values and traditions and at the same time are highly

ambitious and aspire for great accomplishment (68).

Growing up in a country with a long history, rich and varied cultural heritage, and in families
with strong spiritual and religious milieu and a patriarchal mindset, can affect the
aspirations and dreams of an Indian woman. Most of them have their destinies already laid
down for them and immigration to another country likely occurs through marriage alliance
which is usually fixed by families, although now there are increasing number of unmarried
young women migrating for higher education and employment. These women try and adapt
themselves to the country of resettlement but still retain the aspects of the culture they are
born with. It is seen that immigrants are healthier on arrival to the United States than
residents, but the longer same immigrants live there more this health advantage declines
which is attributed to the structural stress that results from lack of assimilation within the
society and the subsequent lack of acculturation (71). Mental health issues in migrants are
recognized, including the challenges faced because of language and cultural differences; the
effect of culture and society in shaping of symptoms and illness behaviour on diagnosis,

coping and treatment; effect of employment, social status and integration, differences in
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family structure and process affecting adaptation, acculturation and intergenerational

conflict (72, 73).

Culture which, an individual attains as a result of interaction between personalities and
settings, has shared elements and can be transmitted across time and generations (74).
Studies have shown that culture influences an individual’s communication, decision making
related to life, health care and self-care practices and that conventions, beliefs, rituals, and
behaviours can become more apparent when people face significant illness and end-of-life
decisions (75, 76). So the care offered to individuals should be culturally congruent and
ideally should be offered by health care professionals who recognise their own culture and
boundaries (76). The physiological and behavioural outcomes in patients who do not receive
care that incorporates their cultural beliefs can be studied under the framework of ‘cultural

distress’ (77) which can contribute to heightened sickness behaviours (78).
1.9 Summary

Breast cancer is a common cancer and psychological distress is common in the groups of
women with breast cancer who have been studied. We know that cultural background has
an impact on the patient’s experience and psychological response to their disease and
treatment. The ancient and rich culture of India has developed over the years with
influences from various religions, rulers, caste system reflecting a strong patriarchal family
structure. The culture can potentially travel with the person and may thereby affect the
responses and behaviours of migrant women anywhere in the world. It is therefore
important to understand this in order to appreciate why women behave as they do.

We know something about Asian women who are immigrants in western cultures, but there
is a gap in knowledge about how this affects women treated in the Indian subcontinent. It is
important to know because a) if they are distressed and need support, then there are
interventions and services, including palliative care services, which may help them and b)
distress can affect compliance with treatment — the distress aggravated by still-prevalent
incorrect beliefs about cancer. Hence, there is a need to gather more information on this
important aspect of management of breast cancer in the Indian subcontinent to reduce this
distress, improve their holistic care in India and abroad and ensure better compliance with
treatment. This thesis will focus on the concerns of women undergoing treatment as a first

step, recognising that women “beyond” treatment may have different or additional
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concerns in relation to more imminent end-of-life (those with advanced disease) or fear of

recurrence (those in remission).
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2 AIMS AND OBIJECTIVES

2.1 Introduction

Chapter 1 gave a summary of the psychological symptoms faced by breast cancer patients
all over the world as well as the lack of data from patients of Indian origin in a scoping
search. It also showed how the culture can influence the cancer care experiences of
migrants of different countries. | have also described how the ancient and rich culture of
India has changed over the years but still retain the strong patriarchy and family values
which could influence the decision-making capability of Indian women around the world.
This chapter will describe the overarching research aim and questions that are addressed in

this thesis.
2.2 Overarching research aim

The overarching research aim is to improve the knowledge and our understanding of the
psychological concerns among women of Indian heritage with breast cancer receiving
treatment and what helps to relieve or worsen these concerns. In addition, | also aimed to
explore the cultural context within which Indian women receiving treatment for breast
cancer living in India experience the psychological concerns, and its impact. The purpose of
this inquiry is to help in developing support services and comprehensive care tailored to

their needs.

The focus is on women undergoing treatment as a first step in filling this large gap in
knowledge within the scope of a PhD. | recognise that women beyond treatment, both with
or without active disease, are likely to have significant psychological concerns too, many of
which will be common to those on treatment, but some of which will be a result of their

different disease and treatment status and aim of care.

The area of interest, psychological concerns, is broad and beyond diagnosed mental health
conditions recognising that impact on mental wellbeing is likely to be wider than only

problems meeting diagnostic criteria for e.g., depression.

2.3 Research questions
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The questions arising from the research aims are

1.

2.

What are the psychological concerns of women of Indian heritage with breast

cancer receiving treatment, in relation to the diagnosis and its treatment?

What are the influences which aggravate or ameliorate these psychological concerns

including those arising from their Indian cultural context?

2.4 Objectives

1)

2)

3)

4)

To understand what is already known about the psychological concerns of women of
Indian heritage with breast cancer living anywhere in the world.

To explore the experience of distress/suffering in Indian women with breast cancer
living in India with special focus on patients undergoing treatment.

To investigate the cultural context in which Indian women with breast cancer
experience their disease and treatment through understanding the general
awareness of healthy volunteers of the impact of breast cancer on Indian women in
the community.

To understand the factors which aggravate or ameliorate (including solutions to
address or prevent) the psychological concerns including those arising from their

Indian cultural context.

In order to achieve this aim, | used a multiple methods approach, which includes mixed-

methods systematic literature review (quantitative and qualitative data with synthesis)

followed by qualitative studies (individual interviews with patients; focus groups of clinicians

and lay people) with final synthesis of all findings. The philosophical and theoretical

approaches, with their rationale for use, are given in Chapter 3. The rationale for the

methods used is detailed in the relevant chapters.

The three studies used to answer the thesis’ questions are:

Systematic literature review of the psychological concerns in relation to breast
cancer treatment of Indian women living anywhere in the world. Data synthesis
occurred in two steps; i) narrative synthesis will be applied to the quantitative data,

and thematic synthesis applied to the qualitative data, ii) a modified critical
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interpretative synthesis will be used to bring together the findings from each

component.

2. Qualitative interview study of Indian women living in India undergoing breast cancer

treatment in one hospital setting in South India.

3. Focus group discussions with health care professionals, community volunteers and

members of the public in one setting in South India.

Although ideally, the studies would have been performed sequentially, with the interview
and focus group study designs and analyses being informed by the findings of the systematic
review, | was unable to do this due to constraints around data collection opportunities in
India (during my year out of training program in Yorkshire, UK). This meant that interview
data collection was concurrent with the systematic review, and the focus group study design

needed to be complete prior to the interview data analysis.

Once all studies were completed, the findings from each were synthesised to integrate the

findings in relation to the overarching thesis’s research questions. (Table 1)
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Table 1 Summary of questions, aims and objectives by thesis component

Overarching

1. Toimprove the knowledge about, and our understanding of, the psychological concerns among women

which aggravate or

aims of Indian heritage with breast cancer receiving treatment and what helps to relieve or worsen these
concerns. The psychological concerns will be explored with regard to their prevalence, breadth and
impact.
2. To explore the cultural context within which Indian women receiving treatment for breast cancer living in
India experience the psychological concerns, and its impact
Thesis Research Questions Objectives
Component
Thesis 1. What are the psychological 1) To understand what is already known about the psychological
concerns of women of Indian concerns of Indian women with breast cancer living anywhere in the
heritage receiving treatment world.
for breast cancer in relation 2) To explore the experience of distress/suffering in Indian women
to breast cancer and its with breast cancer living in India with special focus on patients
treatment? undergoing treatment.
3) To investigate the cultural context in which Indian women with
2. What are the influences

breast cancer experience their disease and treatment through

understanding the general awareness of healthy volunteers of the
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ameliorate these
psychological concerns
including those arising from

their Indian cultural context?

impact of breast cancer on Indian women in the community.
4) To understand the factors which aggravate or ameliorate (including
solutions to address or prevent) the psychological concerns

including those arising from their Indian cultural context?

Mixed-
methods
Systematic

Review

1 What are the psychological
concerns of women of Indian
heritage receiving treatment for
breast cancer in relation to breast

cancer and its treatment?

2 What are the influences which
aggravate or ameliorate these
psychological concerns including
those arising from their Indian

cultural context?

1 To determine the psychological concerns of women of Indian
heritage living anywhere in the world in relation to breast
cancer treatment in terms of their prevalence, breadth and
intensity.

2 To find out the factors which influence the psychological

concerns both positively and negatively.
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Qualitative What are the psychological 1 To understand the psychological concerns of Indian women
interviews concerns of Indian women with with breast cancer living in India and during treatment.
breast cancer living in India, in 2 To find out the factors which influence the psychological
relation to breast cancer and its concerns both positively and negatively.
treatment?
What are the influences which
aggravate or ameliorate these
psychological concerns including
those arising from their Indian
cultural context?
Qualitative 1 What is the cultural context in 1) To investigate the cultural context in which Indian women with

focus groups

which Indian women living in
India experience the disease and

treatment?

breast cancer experience their disease and treatment through
understanding the general awareness of healthy volunteers of the

impact of breast cancer on Indian women in the community.
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2.5 Summary

The overarching aim of the thesis is to explore the psychological concerns of Indian women
with breast cancer and the factors which affect these concerns. A multiple methods study
design is used which includes a systematic literature review of qualitative and quantitative
data (Chapter 4), a qualitative interview study among women with breast cancer (Chapter
5) and a qualitative focus group study among health care professionals and members of the

public (Chapter 6) with a final synthesis of findings (Chapter 7).
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3 METHODOLOGY

3.1 Introduction

Chapter 1 gave a summary of the psychological symptoms faced by breast cancer patients
all over the world as well as the lack of data from patients of Indian heritage found in a
scoping search. It also showed how the culture can influence the cancer care experiences of
migrants of different countries. | have also described how the ancient and rich culture of
India has changed over the years but still retain the strong patriarchy and family values

which could influence the decision-making capability of Indian women around the world.

In Chapter 2, | described the overarching research aim and questions that are addressed in

this thesis.

This chapter explains rationale for the methodology used to answer each of the research

guestions of the thesis which are as below.
The research questions are:

1 What are the psychological concerns of women of Indian heritage receiving
treatment for breast cancer in relation to breast cancer and its treatment?
2 What are the influences which aggravate or ameliorate these psychological

concerns including those arising from their Indian cultural context?
Three study designs have been used to answer both questions:

1 Systematic literature review of the psychological concerns of Indian women in
relation to breast cancer treatment living anywhere in the world.
2 Qualitative interview study of Indian women living in India undergoing breast cancer

treatment.

3 Focus group discussions among health care professionals, community volunteers and

representative members of the public.

From the literature review, it was clear there were very few qualitative data from Indian
women living in India and from Indian health professionals and none from the Indian lay

public. Therefore, studies two and three were important to address this significant gap.

3.2 Design approaches used in this thesis
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There are two types of research strategies generally used in health and social research:
guantitative and qualitative. Quantitative research is generally construed as a research
strategy that highlights quantification in gathering and evaluation of data. It mostly places
importance on testing of theories and involves a logical approach to the connection
between theory and research. It incorporates the practices and norms of the natural
scientific model and of positivism in particular; and represents a view of existence as an
external, objective and discoverable reality (79).

Qualitative research is concerned with the meanings people attach to their experiences of
the social world and how they make sense of the world. It tends to study people in their
natural settings and in their own territory (80). It recognises ‘the intimate relationship

between the researcher and what is studied’ (81).

3.3 Theoretical perspective

Qualitative research has an important role in both forming new theory and modifying
existing theory. Although my aim was not to form new theory (using established theory), my
research could develop theory depending on findings, or at least show its relevance in my
study population. The theoretical perspective which formed the basis of the research is
symbolic interactionism (82). Symbolic interactionism describes how human beings act
towards things and another on the basis of the meanings they have for them; the meaning
arises from the social interaction they have with fellow human beings. Furthermore these
meanings are affected by the interpretive process which is used by the person in dealing
with the entities he or she encounters (83). The view originated in the mid-twentieth
century from a number of influences, including Scottish moralist and American pragmatist
philosophers. The greatest of this perspective was from the American philosopher George
Herbert Mead (1934) and his theories about the relationship between self and society (82).
Denzin describes it as a ‘tough-minded respect for the reality of the world of experience’
(84). According to symbolic interactionism, the primary mode of communication of
individuals with others is through language and symbols and it is induced both by
phenomenology and more immediately by the pragmatism (85). They pay attention to
interpretation of subjective viewpoints and how they make sense of their world from their
own unique perspective as opposed to how social institutions define and impact individuals

(82). This concept was further extended by Snow, in 2001, to four major categories: the
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principle of interactive resolve, the principle of symbolization, the principle of emergence,
and the principle of human agency (86). The dominant positivist approach usually tends to
examine society from top down and how the macro-level institutions and social structures
affect the individuals while symbolic interactionists believe that individuals act based on the
meanings objects have for them. This is the first basic assumption regarding the theory,
underlying which is the presumption that the world exists separate and apart from the
individual, but that the world is interpreted through the use of symbols (language) in the
process of interaction. The second assumption is that meaning for an individual emerges out
of the ways in which other individuals act to define things and thirdly meanings are
allocated and adjusted through an informative process that is ever changing, subject to
redefinition, rearrangement and manipulations (87). There are a number of studies in breast
cancer where symbolic interactionism has been previously used as a theoretical perspective.
Symbolic interactionism used to build a theoretical model on the experience and meaning of
the breast reconstruction process in women with breast cancer has helped us to understand
how women overcome difficulties, value their life, develop self-care and face life with
courage and faith (88). It has been used to interpret the different meanings women assign
to radiotherapy, which is an important modality of treatment for breast cancer, and to
ascertain if women modify their behaviour if the meaning changes for them. Women often
work through their predetermined ideas, pursue additional information and experience
radiotherapy for themselves before they change their behaviour and approaches to
radiotherapy. These findings can guide health care workers to foresee and listen to

women'’s fears, and provide information to address these fears at each consultation (89).
3.4 Epistemological position

All theoretical perspectives are influenced by epistemology. 'Epistemology' is concerned
with ways of knowing and learning about the social world and focuses on questions such as:
how can we know about reality and what is the basis of our knowledge?(90). The preferred
epistemological view taken by me to answer the research questions is interpretivism in
which the researcher and the social world impact on each other’s facts and values. As the
findings are liable to be influenced by the researcher’s thoughts and values, it is unlikely
that impartial, value free research can be conducted, although | can declare and be

transparent about my conclusions. Interpretivism is a term that has traditionally been
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defined as an alternative to the positivist convention. Positivists believe that social
phenomena can be studied only by methods used in the natural sciences and that
knowledge develops inductively through the gathering of confirmed, observable (and
therefore countable) facts (90). In this thesis, | needed an approach that helped me to
understand the subjective, rather than objective, meaning of social action (79).
Interpretivists argue that social reality can be described in a variety of ways all of which are
valid. Reality is made up of these interpretive process and the aim is to describe and
recreate these evolutions and change them into scientific explanations of social
phenomenon (91). In my study, | am talking to participants and asking them to describe
their experiences which are later analysed and given meaning by me, although | have not
directly observed them, hence | have used interpretivism is my preferred epistemological

position.

The way | have applied these approaches to my thesis studies are detailed in Chapters 4, 5

and 6.

3.5 Other theories used in the thesis

A theoretical framework of cultural distress was used to inform the analytical themes and
final discussion (77) of systematic literature review and qualitative interview study . There
are various ways to define culture but any definition should incorporate three main
components: (1) culture is the product of the interaction between humans and
environments, (2) culture consists of shared elements, and (3) culture is transmitted across
time and generations (74). Cultural distress can be defined as an undesirable response
embeddeded in a cultural conflict in which the patient lacks control over the environment
and the practices taking place in the patient—provider encounter and can affect the patient
in physiological and social ways. This framework identifies that cultural distress is
experienced when patients receive care which does not consider their beliefs and whether

they experienced ‘otherness’.

The combined synthesis of the findings pertaining to the research question from both
guantitative and qualitative studies was conducted using a modified critical interpretive
synthesis approach (92). This is an inductive approach to create an overarching theory by

integrating different theoretical categories, that is, to interpret the findings from diverse
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methods rather than merely aggregating them (93). In the focus group discussion, though
my data collection did not use a framework, the data analysis was influenced by a
theoretical framework of ‘cultural task analysis’ (94) which talks about how the various
tasks responsibilities that are generated, gathered and passed on to generations can
influence the decision making process of the individual. The encounter with the culture of
an individual starts very early in life as part of socialisation and the resulting psychological
tendencies become routine and part of life. The cultural mandates can vary according to
what the person is exposed to, it can either be independent as in Western culture or
dependent on others as commonly seen in the East. This difference in the mandate can

influence various aspects of psychological processes (95, 96).

3.6 Summary

In this chapter, | have described and justified the methodologies used in my thesis. The
overarching theoretical framework used is ‘symbolic interactionism’ with interpretivism as
the preferred epistemological position. In addition, a theoretical framework of cultural
distress was used in the analysis of systematic literature review and semi structured
interview study while ‘cultural task analysis’ was used to analyse the focus group data. The

research questions are:

What are the psychological concerns of women of Indian heritage receiving treatment for
breast cancer in relation to breast cancer and its treatment?’, and ‘What are the influences
which aggravate or ameliorate these psychological concerns including those arising from
their Indian cultural context?’ The data collection was through systematic literature review,

interview study and focus group discussion.

The next chapter (Chapter 4) will present the systematic literature review.
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4 PSYCHOLOGICAL CONCERNS OF INDIAN WOMEN WITH BREAST
CANCER IN DIFFERENT NATIONAL CONTEXTS: A SYSTEMATIC
REVIEW AND MIXED-METHODS SYNTHESIS

4.1 Introduction

Chapter 1 gave a summary of the psychological symptoms faced by breast cancer patients
all over the world as well as the lack of data from patients of Indian heritage in a scoping
search. It also showed how the culture can influence the cancer care experiences of
migrants of different countries. | also described how the ancient and rich culture of India
has changed over the years but still retain the strong patriarchy and family values which
could influence the decision-making capability of Indian women around the world. In
Chapter 2 | described the overarching research aim and questions that are addressed in this
thesis. Chapter 3 described the methodology chosen to answer the research questions
posed in this thesis. This chapter presents the methods used, the findings and a discussion
of the findings from the systematic review and mixed method synthesis to answer the

research questions:

What are the psychological concerns of women of Indian heritage receiving treatment for
breast cancer in relation to breast cancer and its treatment? The psychological concerns will

be explored with regard to their prevalence, breadth and impact.

What are the influences which aggravate or ameliorate these psychological concerns

including those arising from their Indian cultural context?

4.2 Rationale for using systematic Literature review methodology

My systematic literature review aimed to answer the question, what are the psychological
concerns of women of Indian heritage receiving treatment for breast cancer in relation to
breast cancer and its treatment? To gather pertinent information from a large amount of
available data, | needed an approach to efficiently combine information. There are a
number of studies done on psychological symptoms of breast cancer patients either during
treatment or who are on follow up as well as patients from various ethnicities. The focus of

the review was to understand what is identified in literature about the psychological
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symptoms of Indian women with breast cancer living anywhere in the world who are
currently undergoing treatment or who has had treatment in the past. The review was
conducted in accordance with the Centre for Reviews and Dissemination (97). A systematic
review is a synthesis of available research literature on a given topic, designed so that the
data incorporated are obtained and analysed in a structured, transparent and reproducible
manner (98-100). It includes a clearly stated set of objectives with pre-defined eligibility
criteria for studies with a lucid and reproducible methodology. The search strategy attempts
to identify all studies that would meet the eligibility criteria; there is a rigorous assessment
of the validity of the findings of the included studies, and a systematic presentation and
synthesis, of the characteristics and findings of the included studies (100). The advantages
of using a systematic literature review for the purpose of the study are consistency and
generalisability of findings, limitation of bias and processing of large quantity of data into
manageable segments (97, 98). Systematic reviews conducted in accordance with a written
protocol before the beginning of review will reduce the likelihood of reporting bias, while
searching all the available data base including clinical trial registries, regulatory agency
websites, and conference abstracts will reduce the incidence of publication bias (101). Also,
adopting a broad search strategy, predefined search terms and uniformity in inclusion and
exclusion criteria, would enable me to include studies beyond my own subject areas and
networks thereby reducing my bias (102). The search resulted in both observational study
designs and qualitative studies. Observational studies are types of analytic studies which
attempts to quantify the relationship between two factors, that is, the effect of an
intervention or exposure on an outcome. Analytical studies can be experimental and
observational (103, 104). Well-designed observational studies which are considered as level
2 or 3 in hierarchy of evidence are now considered comparable to randomised controlled
trials as far as results are considered (105, 106). Observational studies are divided into three
main types; cohort, case control and cross-sectional studies. Cross sectional studies are
prospective, case control studies are retrospective and cohort studies can be either
prospective or retrospective (104). Cohort studies examine multiple outcomes for a given
exposure as well as rare exposure, assess causality and rates, but could be susceptible to
selection bias and require long durations for follow up which makes them more expensive.
Case control studies are good for examining rare outcomes, as well as multiple exposures,

are quick and inexpensive to conduct but could potentially have recall bias (104).
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4.3 Review objectives

4.3.1 Primary objective

To determine the psychological concerns of Indian women in relation to breast cancer
treatment in terms of their prevalence, breadth and intensity.

4.3.2 Secondary objective

To find out the factors which influence the psychological concerns both positively and

negatively.
4.4 Systematic literature review method
4.4.1 Eligibility criteria for selecting studies

Both qualitative and quantitative studies which explored psychological distress in Indian
women with breast cancer were eligible. In the quantitative studies, studies including
screening tools or severity measures of anxiety (all types e.g., generalised anxiety disorder,
panic etc.) and/or depression mental health disorders, or which included quality of life tools
which had a mental health component. The inclusion and exclusion criteria are described in

Table 2.

Table 2 Eligibility criteria for selecting studies

Inclusion criteria Exclusion criteria
Type of Qualitative studies were included. | Single case history reports (unless using
study/ Quantitative observational studies | accepted qualitative methodology),
design reporting measures of reviews and opinion pieces were
psychological concerns were excluded. Experimental or quasi-
included. experimental studies and conference

abstracts are excluded.

Types of Studies including adult breast Studies of male breast cancer patients
participants | cancer patients of Indian heritage | or children were excluded.

living within and outside the
Indian subcontinent were
considered. Studies of patients

who were currently undergoing
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Inclusion criteria

Exclusion criteria

treatment and those who had
undergone treatment in the past

were included.

Type of Studies including all modalities of | Studies of effects of treatment for

Exposure treatment for breast cancer i.e. other primary tumours. If breast cancer
surgery, chemotherapy and patients were included in a study along
radiotherapy were included. There | with other primary tumour types, the
was no limit in the time since study was excluded unless the data
treatment. pertaining to the breast cancer patients

could be extracted.
Outcome Studies which described or Studies reporting physical adverse
measures measured the psychological outcomes only were excluded. For

concerns of the study participants.

example, a study reporting
chemotherapy induced nausea and
vomiting or hair loss would be excluded
unless the study measured
psychological distress in relation to this.
That is, the study was excluded if it only
reported severity and prevalence of this

side-effect of treatment.

4.4.2 Search Methods

4.4.2.1 Search strategy

The following databases were searched, current at 7 May 2019:

MEDLINE: 1946 to 7 May 2019; Ovid EMBASE: 1974 to 7 May 2019; EBSCO; CINAHL: 1981 to

7 May 2019; Proquest; PsycINFO: 1806 to 7 May 2019.

The search terms were developed in conjunction with Ms Jenny Makeham, librarian at

Leeds Teaching Hospitals NHS Trust. The search terms were developed to specifically look
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for studies among Indian patients conducted both in the country and outside the Indian
subcontinent. | used both free text and thesaurus matching and UK and US spelling for all

searching and included all possible years and was tailored to each database.

The EBSCO host discovery science database was also searched (EBSCO Discovery service
(EDS) 2001 to December 2017) after consulting with Ms Indira Nair, librarian at Amrita
Institute of Medical Sciences and research centre. These contributed additional papers from

Indian journals not accessible from the other databases.

Table 3: shows the search strategy and the search string for searching in Ovid MEDLINE. This
search was adapted to use in the other databases.

Search area | Terms with Boolean operator Dates for Medline
database Hits
("breast cancer").ti,ab OR ("breast 1946 to 15
Population | malignancy").ti,ab OR ("breast lump February 2017 318131
A *!).ti,ab OR ("breast neoplasm*").ti,ab OR

("breast tum™*").ti,ab OR (carcinoma ADJ3
breast*).ti,ab OR exp "BREAST CANCER"

Population | (Asian*).ti,ab OR (indian*).ti,ab OR 121772
B INDIAN/

Intervention | (radiotherap*).ti,ab OR (radiat*).ti,ab OR 5085660
C ("radiation oncology").ti,ab OR

(chemoth*).ti,ab OR (treatment*).ti,ab OR
(surgery).ti,ab OR (mastectomy).ti,ab OR
(lumpectomy).ti,ab OR exp RADIOTHERAPY
/ OR "RADIA TION ONCOLOGY" / OR
exp"DRUG THERAPY" / OR exp

MASTECTOMY/
Outcome ("hair loss").ti,ab OR (anxiety).ti,ab OR 2370716
D (depression).ti,ab OR(lymphed*).ti,ab OR

(lymphoed*).ti,ab OR ("body image ").ti,ab
OR (psycholo*).ti,ab OR (suffering).ti,ab OR
(distress).ti,ab OR ("body image ").ti,ab OR
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Search area | Terms with Boolean operator Dates for Medline

database Hits

(psycholo*).ti,ab OR ("physical
symptom*").ti,ab OR (pain).ti,ab OR
(edema*).ti,ab OR (oedema*).ti,ab OR
("hair loss").ti,ab OR (anxiety).ti,ab OR
(depression).ti,ab OR (lymphed*).ti,ab OR
(lymphoed*).ti,ab OR ("hair loss").ti,ab OR
(anxiety).ti,ab OR (lymphed*).ti,ab OR
(lymphoed*).ti,ab OR (alopecia).ti,ab OR
(depression).ti,ab OR (lymphed*).ti,ab OR
(lymphoed*).ti,ab OR "DISTRESS
SYNDROME"/ OR "BODY IMAGE" / OR exp
PAIN/ OR exp EDEMA/ OR exp ALOPECIA/
OR ANXIETY / OR exp DEPRESSION/ OR exp
L YMPHEDEMA/

Limits Remove duplicates
Adult

English

Strategy E=A andBand Cand D 136

Searches E will have titles and abstracts

assessed for retrieval of papers

The initial search was limited to English language articles. A further search done, specifically
looking for papers in the regional languages available in various databases like Hindi,
Bengali, Malayalam, Punjabi, Sanskrit, Marathi and Urdu, did not result in any additional
results. Reference sections of relevant review articles and included studies were also

scanned to identify additional eligible studies.
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4.4.2.2 Study selection

The search strategy was repeated in other databases and results combined after removal of
duplicates. Two reviewers were involved in all stages of study selection and independently
reviewed the title and abstract and, where necessary from full papers retrieved. This was
myself and another researcher from the Wolfson Palliative Care research centre at Hull York
Medical School (Joseph Clark (JC)). Any discrepancy was finalised after discussion with a
third researcher (Miriam Johnson (MJ)). A full text copy was obtained for all included
studies, or if there was insufficient information for exclusion at this stage. Two studies did
not have full text online; paper copies were retrieved after contacting DELNET via the
librarian. Results of all the searches were collated using Endnote basic reference
management software and duplicate reports deleted. The plan was to contact original
authors if any further information was required to make decision, or in the event of missing
key information such as missing data or if the full text was missing. The PRISMA (preferred
reporting items for systematic reviews and meta-analyses) flow chart (Figure 1) shows the
selection process for included studies (107). Excluded studies were recorded in a table in

Appendix 1 with reason(s) for exclusion.

4.4.3 Data extraction plans

The data extraction tool was developed based on Table 7.3 of chapter 7 of Cochrane
Handbook Checklist of items to consider in data collection or data extraction (108). Data
from the included studies were added to a data extraction form and a separate table was
developed for quantitative and qualitative studies and piloted in two studies. Data were
independently extracted with the help of another researcher (Sam Gnanapragasam(SG))

from the research centre.

4.4.4 Quality appraisal

Observational studies were appraised using the Strengthening the Reporting of
Observational studies in Epidemiology (STROBE) checklist (109) (Table 6). Although this is
designed as a reporting rather than an appraisal tool, it was felt that this approach helped
identify both inadequate reporting of methods and areas of bias in the design where it was

reported.
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Qualitative studies were appraised using the Critical Appraisals Skills Programme (CASP)
(See Table 7) checklist for qualitative studies (110). Findings were tabulated to demonstrate

the key strengths and weaknesses in study design.

4.4.5 Data analysis

The various approaches to the synthesis of qualitative and quantitative evidence include
narrative synthesis, qualitative approaches , quantitative approaches, Bayesian approaches,
(111) while qualitative data alone can be synthesised using meta-ethnography, critical
interpretive synthesis, thematic synthesis, realist review and meta-aggregation (112).
Narrative synthesis, which uses words and texts to summarise and explain the findings of
the review was used to analyse the quantitative data. It generates new insights and
knowledge using systematic and transparent methods (111). It follows a four step process
which includes developing a theory, and preliminary synthesis, exploring relationship within

and between studies and assess the strength of the synthesis (97).

The qualitative studies were analysed using thematic analysis (113) which is a three step
process which includes the line-by-line coding of the findings of primary studies; the
organisation of these codes into related areas to build illustrative themes and the
elaboration of analytical themes. The quotes from individual participants as well as
researcher were coded separately and then themes were developed. Both inductive
(allowing themes to arise from specific observations) and deductive (working within existing
knowledge about the psychosocial impact of breast cancer, looking specifically within our

data for similarities and differences) processes were involved (114).

Quantitative data were described, tabulating design, participants and main findings and
then the findings were brought together in a narrative synthesis summarising and exploring
relationships between and within studies along with quality appraisal of the robustness of
the findings (97). Qualitative data were subjected to thematic synthesis to form
generalizable findings whilst taking the context of each study into account (115). Direct
qguotes from patients and researcher comments on the findings were extracted for coding.
After familiarising myself with the data | conducted line by line coding of the primary

articles. A coding framework was formed following discussion with the supervisor, which
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was then used to code all qualitative papers. Descriptive and analytical themes were formed
from the codes after discussion. Both inductive (allowing themes to arise from the specific
observations) and deductive (working within existing knowledge about the psychosocial
impact of breast cancer, looking specifically within our data for similarities and differences)

processes were involved (114).

4.4.6 Theoretical framework

A theoretical framework (Cultural Distress) was used to inform the analytic themes and final
discussion (77). This framework identifies that cultural distress is experienced when patients
receive care which does not take into account their beliefs and is experienced as
“otherness”. A critical interpretative synthesis approach was then used to identify and
synthesise the findings pertaining to the research question from both quantitative and

gualitative studies (92).

4.5 Findings

The literature search yielded 571 records; of which 20 studies met the inclusion criteria for
this review (see Figure 1 PRISMA flow chart). Two papers were excluded in the final stage

due to poor quality (116, 117).
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Screening ] [ Identification ]

J

Eligibility

Included

Records identified through
database searching
MEDLIME = 78
EMIBASE =191
EBSCO= 455
CINAHL=27
PsyclMFO=12
(n =763)

Additional records identified
through other sources
(n=0})

|

Records after duplicates removed

(n=571}

|

Records screanad
(n =571)

Records excluded
(n=528)

l

Full-text articles assessad
for eligibility
(n=43)

l

Studiesincludedin the
review

[n =18}
13 quantitative; 5
qualitative)

Full-text articles excluded,
with reasons [n=25)
Excluded: study
population not Indian
women= 7
Excluded as reviews2
Excluded as conference
abstract=13
Excluded as not research
question=1
Poor quality in
methodology= 2

Figure 1: PRISMA flowchart of studies included in systematic review

45.1

Out of the 18 papers, 13 (118-130) were observational quantitative and five were
qualitative studies (131-135). Among the observational studies nine were cross sectional

(119-126, 128), three were cohort (118, 127, 129) and one was matched case control (130).

Included papers

The characteristics of included studies are summarised in table 4 and 5.
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Table 4 Included studies: Quantitative studies

Reference/Authors | Design Aims Measures
Country
PARMAR et al Prospective Cohort | To assess the validity of EORTC QLQ C30 and BR 23 in Indian breast (EORTC QLQ-C30); BR 23

(2005) (118)

India

cancer patients

Kaur et al (2014)
(119)

India

Descriptive
cross-sectional

study

Investigate the QOL in patients of breast cancer beyond the 1*'year
of their treatment and to identify their specific information and
rehabilitation needs. Patients were divided into 3 groups according

to duration of follow up.

(FACT-B) version 4

Shah etal (2010)
(120)

India

Cross-sectional

study

To assess the QoL of patients of carcinoma breast and to ascertain
pitfalls and make suitable correction for future studies on Indian

patients

Qol four-part

questionnaire:

Part 1 and 2 = Physical in

capacitance

Part 3 and 4 = Emotional

and psychological
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Reference/Authors | Design Aims Measures
Country

impairment
Pandey etal (2005) | Cross sectional To identify the determinants of QOL of Indian women with breast (FACT-B)

(121)

India

cancer treated with curative intent.

Mahapatro etal
(2005) (122)

India

Cross-sectional

study

To explore the various concerns,
coping mechanisms and body image
disturbances and extent of resolution of

concerns as well as to study the level of anxiety and depression in

mastectomized and lumpectomized patients.

Concern and Coping

Checklist by Devlen

Hospital Anxiety and

Depression Scale

Carlson etal (2013)
(123)

Canada

Cross sectional

Survey

Further explore and confirm findings from the qualitative phase by
gaining deeper insight into a larger and more diverse group of south

Asian women.

Better understand the content and format preferences of those

women for a survivorship care plan.

Survey developed and
validated with white
breast cancer survivors
at the BCCA Vancouver
Island Cancer Centre

guestionnaire consisted
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Reference/Authors

Country

Design

Aims

Measures

of 27 questions

Purkayastha etal
(2017) (124)

India

Cross-sectional

Study

To study the prevalence of depression among breast cancer patients

undergoing treatment and to correlate its association with their QOL

Patient Health

Questionnaire (PHQ-9)

WHOQOL-BREF for
quality of life

Dubashi etal
(2010) (125)

India

Cross-sectional

Study

To describe the QOL among breast cancer women with age less than
or equal to 35 years at the time of diagnosis. To determine the
contribution of sociodemographic, medical, and psychosocial factors
on the QOL. To study the impact of breast conservation treatment

and mastectomy on the QOL

EORTC module QLQ —
C30 and the BR 23

Questionnaire.

Tripathi etal (2017)

Cross-sectional

To assess the perceived stigma and its associations with

Hospital Anxiety and

(126) study sociodemographic, affective symptoms, and treatment-related Depression Scale (HADS)

india issues in women following surgery for breast cancer. Body Image After Breast
Cancer Questionnaire

Brahmbhatt etal Cohort study To evaluate psychosocial status of patients who underwent surgery | GHQ-28 and HADS
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Reference/Authors | Design Aims Measures
Country
(2012) (127) for cancer.

India

Chintamani etal

Cross-sectional

Aim of assessing the levels of anxiety and depression in breast

Hospital Anxiety and

(2011) (128) study cancer patients in the Indian scenario and to correlate these levels Depression Scale (HADS)
with response to neoadjuvant chemotherapy

India

Damodar etal Cohort To evaluate the QOL and affecting factors on it among south Indian EORTC QLQ-C30

(2014) (129)

India

cancer patients

EORTC QLQ-BR23

Singh etal
(2015) (130)

India

Case control

Approximate the depression, anxiety, and stress (DAS) levels in
homogenous surviving cancer patients receiving chemotherapy as
compared to normal control. To correlate the primary objective with
different demographical parameter such as age, gender, duration of

cancer diagnosis, chemotherapy cycles, cancer types, etc.

Depression Anxiety and

Stress scale (DASS-21)
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EORTC QLQ C30: European Organization for Research and Treatment of Cancer-Quality of Life Questionnaire-Core 30; BR23: Breast cancer specific module;

QOL :quality of life; BCT :Breast conservation treatment; MRM: Modified Radical Mastectomy ; FACT-B :Functional Assessment of Cancer Therapy- Breast;

BCCA : Breast Cancer Care Agency ;PHQ-9: Patient Health Questionnaire; WHOQOL-BREF :World Health Organization Quality of Life Instruments; HADS:

Hospital Anxiety and Depression Scale; GHQ-28 :General Health Questionnaire; PWB: Physical well-being; SWB: Social well-being; FWB: Functional

well-being; EWB :Emotional well-being; RT: Radiotherapy; BCS; Breast Conservation Surgery;

Table 5: Included studies: Qualitative

Reference/
Authors

Country

Aims

Data collection

Results Summary

Gurm etal (2006)
(131)

Canada

To understand the experience of
Canadian Punjabi speaking South
Asian women in order to inform

health care practices.

Methodology

Inductive and deductive

process of analysis
Data collection

Focus group methodology

Two themes expressed by all women: Spiritual
beliefs as dominant context for understanding

cancer
Distress at diagnosis.

Other themes: patient inclusion, family

systems, emotional expression

Barthakur etal

(2017) (132)

To understand breast cancer

survivorship trajectory from an Indian

Methodology

Descriptive

Body image:

Impact on identity, surgery-related issues, hair
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Reference/ Aims Data collection Results Summary

Authors

Country

India perspective and to understand the phenomenological approach. | loss, adjustments to clothing, and

impact of the diagnosis of breast
cancer and its treatment on body

image and sexuality issues

Data collection

semi-structured interview

encountering difficult situations.
Sexuality

changes due to the treatment, partner’s
challenges and adjustments made, and

attitudes held toward sexuality

Howard etal (2007)
(133)

Canada

To explore women’s stories of breast
cancer in order to uncover how they

made sense of their experiences

Methodology Narrative

analysis
Data collection

In-depth Interviews

Four storylines that emerged were: Getting
through a family crisis, dealing with just
another health problem, living with never-
ending fear and suffering, and learning a

“lesson from God.”

A minor theme: Breast Cancer as a Family

Experience

Carlson etal (2013)

To explore the experiences and

concerns of female south Asian breast

Methodology

Universal Themes
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Reference/ Aims Data collection Results Summary

Authors

Country

(134) cancer survivors after treatment, to Thematic and content Physical Impacts: Fatigue, Cognitive change,
Canada determine their understanding of analysis. Loss of libido

follow- up care and to better
understand their preferences for the

content of a care plan. To understand

Data collection

Focus group and one to one

Nerve damage and pain

Reproductive or pregnancy issues

interview . . . .
the influence of age, social situation Psychosocial impact: Body image, sexuality
and culture affect the experiences of Depression
SA BCSS after treatment, especially as .

Fear of recurrence and uncertainty
they transition from oncology to
) Intimacy and relationships
community care.
Unique to South Asian women
Quiet acceptance
Peer support
Nyblade et al (2017) | To explore the cause and Methodology The three major themes were

(135)

manifestation of Stigma in breast

Thematic analysis

Drivers (causes) of stigma including cancer as
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Reference/ Aims Data collection Results Summary

Authors

Country

India cancer patients. Data collection contagious, punishment death sentence; the

In-depth interviews

manifestations of stigma described, Isolation,
Verbal Abuse, Harassment, loss of
employment, reduced marriage prospects and

the consequences that follow stigma.

SA BCSS: South Asian Breast Cancer Survivor
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4.5.2 Quality appraisal

Almost all the quantitative studies showed deficiencies in various aspects. The study design
was not mentioned in the title or abstract in five papers (118, 120, 121, 125, 128). Singh et
al described their study as a cross-sectional study but from the description of methods it
appeared to be a matched case control (130). There were missing details of study settings
(121, 126, 128), and potential sources of bias (119, 121-129), which was acknowledged as a
limitation in only one study (124). Only two (123, 124) papers gave a rationale for sample
size, seven (118-121, 123, 126, 128) explained how missing data were handled, but detailed

description of participant selection was provided by only three studies (123-125).

Two quantitative studies (116, 117) were considered to be of such high risk of bias due to
design problems, that they were excluded from analysis. These two studies scored poorly in
quality appraisal, and poor design issues included use of non-validated tools, deficiencies in
sample selection. Conclusions were not supported by the study findings and quantitative

analysis of qualitative data was reported.

Among the qualitative studies, four of the five studies were of high quality. One study (132)
was found to be of low quality in various aspects including poor methods, lack of clear
research aims, thereby making it impossible to see whether these have been achieved.
Though there were some interesting data from the qualitative interviews, the implications
of the findings were not satisfactorily discussed. The detailed reporting is given in table 6

and table 7.
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Table 6: STROBE analysis

Paper Carlso | Mahap | Purkay | Dubash | Pandey | Brahm | Chinta | Tripathi | Shah Damod | Parmar | Kaur | Singh
n etal atro astha i etal etal bhatt mani etal etal ar etal etal etal etal
2 etal etal (125) (121) etal etal (126) (120) (129) (118) (119)) | (130)
(122) (124) (127) (128)
Introduction
Background/ Scientific Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
rationale background
Objectives Specific Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
objectives,
Methods
Study Design Study design | Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
early in the
paper
Setting Setting Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
Participants Eligibility Yes Yes Yes Yes ucC Yes Yes Yes Yes Yes Yes Yes Yes
criteria
Variables Define all Yes uc Yes uc Yes Yes Yes Yes Yes Yes Yes Yes Yes
outcomes,
exposures

62




Paper Carlso | Mahap | Purkay | Dubash | Pandey | Brahm | Chinta | Tripathi | Shah Damod | Parmar | Kaur | Singh
n etal atro astha i etal etal bhatt mani etal etal ar etal etal etal etal
2“ etal etal (125) | (121) | etal etal (126) | (120) | (129) | (118) | (119)) | (130)
(122) (124) (127) (128)
Data sources/ Give sources | Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
measurement of data
Bias Efforts to uc uc No uc uc uc No No Yes No Yes No No,
address
potential
sources of
bias
Study Size how the No uc Yes uc No No No No No No No No No
study size
was arrived
at
Quantitative Quantitative | Yes Yes Yes Yes Yes Yes Yes No Yes Yes uc Yes uc
Variables variables
were
handled in
the analyses
Statistical methods | All statistical | Yes Yes Yes No Yes Yes Yes Yes Yes Yes Yes Yes Yes
methods
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Paper Carlso | Mahap | Purkay | Dubash | Pandey | Brahm | Chinta | Tripathi | Shah Damod | Parmar | Kaur | Singh
n etal atro astha i etal etal bhatt mani etal etal ar etal etal etal etal
2 etal etal (125) (121) etal etal (126) (120) (129) (118) (119)) | (130)
(122) (124) (127) (128)
Any methods | No Yes Yes No Yes Yes Yes Yes Yes Yes Yes Yes Yes
used to
examine
subgroups
and
interactions
Missing data uc uc Yes No No No No No No No ucC No No
Sensitivity No No No No No No No No No No No No No
analyses
Results
Participants Numbers of Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
individuals at
each stage of
study
Reasons for Yes uc Yes uc No No No No No Yes Yes No No

non-
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Paper Carlso | Mahap | Purkay | Dubash | Pandey | Brahm | Chinta | Tripathi | Shah Damod | Parmar | Kaur | Singh
n etal atro astha i etal etal bhatt mani etal etal ar etal etal etal etal
2 etal etal (125) (121) etal etal (126) (120) (129) (118) (119)) | (130)
(122) (124) (127) (128)
participation
at each stage
Flow diagram | No No No No No No No No No No No No No
Descriptive Data Characteristic | Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
s of study
participants
Number of No No No No No No No No No No No No No
participants
with missing
data
Outcome Data Numbers of Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
outcome
events
Main Results Unadjusted No Yes N/A Yes N/A Yes Yes Yes Yes Yes Yes Yes Yes
estimates
and
confounder-
adjusted
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Paper Carlso | Mahap | Purkay | Dubash | Pandey | Brahm | Chinta | Tripathi | Shah Damod | Parmar | Kaur | Singh
n etal atro astha i etal etal bhatt mani etal etal ar etal etal etal etal
2 etal etal (125) (121) etal etal (126) (120) (129) (118) (119)) | (130)
(122) (124) (127) (128)
estimates
Report N/A Yes N/A Yes Yes Yes Yes Yes Yes Yes Yes Yes No
category
boundaries
Other analyses Other No N/A N/A N/A No N/A No No N/A No No No No
analyses
done
Discussion
Key Results Summarise Yes uc Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
key results
Limitations Discuss Yes No Yes No No No No Yes No No No No Yes
limitations
Interpretation Cautious Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
overall

interpretatio

n
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Paper Carlso | Mahap | Purkay | Dubash | Pandey | Brahm | Chinta | Tripathi | Shah Damod | Parmar | Kaur | Singh
n etal atro astha i etal etal bhatt mani etal etal ar etal etal etal etal
2 etal etal (125) (121) etal etal (126) (120) (129) (118) (119)) | (130)
(122) (124) (127) (128)
Generalisability Generalisabili | Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
ty (external
validity)
Other Information
Funding Source of yes No No No No No No Yes No No No No No
funding
stated
N/A Not Applicable UC Unclear
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Table 7: CASP checklist for qualitative papers

Screening questions Gurm etal (131) Howard etal (133) Barthakur etal Carlson etal Nyblade etal
(132) (134) (135)

Was there a clear statement of the | Yes Yes Can't tell Yes Yes

aims of the research?

Is a qualitative methodology Yes Yes Yes Yes Yes

appropriate?

Is it worth continuing? Yes Yes Yes Yes Yes

Was there research design Yes Yes Can't tell Yes Yes

appropriate to address the aims of

the research?

Was the recruitment strategy Yes Yes No Yes Yes

appropriate to the aims of the

research?

Was the data collected in a way Yes Yes Yes Yes Yes

that addressed the research issue?

Has the relationship between No Yes Can't tell No Yes

researcher and participants been
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Screening questions Gurm etal (131) Howard etal (133) Barthakur etal Carlson etal Nyblade etal
(132) (134) (135)
adequately considered?

Have ethical issues been taken into | Can't tell Can't tell No Yes Yes

consideration??

Was the data analysis sufficiently Yes Yes Yes Yes Yes

rigorous?

Is there a clear statement of Yes Yes Yes Yes Yes

findings?

How valuable is this research? Findings First systematic Discussed Discussed Discussed
described in exploration of immigrant | contribution to contribution to | contribution
relation to Punjabi women’s existing knowledge, | existing to existing
relevant experiences of breast new areas of knowledge, new | knowledge,
literature cancer, further research | research areas of new areas of

needed research research
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4.5.3 Observational studies
4.5.3.1 Cohort studies

There were three prospective cohort studies which included psychological outcomes: body
image, global quality of life, anxiety, depression (118, 127),physical function, role function,
future perspective (129). One was a validation study of the European Organization for
Research and Treatment of Cancer-Quality of Life Questionnaire-Core 30 (EORTC QLQ -C30)
and the breast cancer specific module (BR23) in Indian women (118). Among the other two
studies, one evaluated the quality of life using the tools EORTC QLQ-C30 and BR23 (129),
while the other used two tools General Health Questionnaire(GHQ-28) and Hospital
Anxiety and Depression Scale (HADS)(127). The follow up of patients was for six months
(127, 129)and three years (118).

4.5.3.2 Cross-sectional studies

Among the cross-sectional studies, three studies evaluated severity of anxiety and
depression (122, 124, 128) and four studies analysed domains of quality of life like physical,
social/family well-being, functional and emotional well-being (119, 121, 124, 125). The other
measures evaluated included various somatic symptoms, and social dysfunctions like
stigma, vulnerability, transparency, arm concern, body concern (126), dependency,
invalidity, restriction and problems with chores, feelings, sadness and inner tension (120),
concerns, coping mechanism, breast cancer treatment, overall patient satisfaction with
follow-up care, information needs at discharge and completion of treatment (123). The
various tools used were HADS (122, 126, 128) Functional Assessment of Cancer Therapy-
Breast (119, 121), Concern and Coping Checklist (122), Patient Health Questionnaire (124),
World Health Organization Quality of Life Instruments (124), EORTC QLQ-C30 and Breast

Cancer specific module (125), and Body Image After Breast Cancer questionnaire (126).

4.5.3.3 Matched case control

Singh et al conducted a prospective noninterventional, observational study to evaluate the
depression, anxiety, and stress (DAS) levels in surviving cancer patients receiving
chemotherapy as compared to normal control and explore associations with clinico-

demographic characteristics such as age, gender, duration of cancer diagnosis,
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chemotherapy cycles, cancer types using Depression Anxiety and Stress scale (130).

4.5.4 Qualitative studies

Three of five qualitative studies (131-135) used interviews (132, 133, 135) one used focus
group discussion (131), and one used interviews and focus groups (134). Three studies
recruited participants from a migrant community living in Canada (131, 133, 134) and two

were from Indian women living in India (132, 135).

455 Setting and sample size

The participants for fifteen studies were recruited from a hospital (118-131, 135), while
three of them were recruited from Non-Governmental Organisation and community (132-
134). Of the studies from India, both north and south India were represented with three
conducted in Maharashtra (118, 120, 122) two each from Kerala (121, 124) and Delhi (119,
128) and one each from other states (125-127, 129, 130, 132, 135). The studies were
conducted mainly in the English language (n = 12)(118, 119, 122, 123, 125, 128, 129, 131-
135) followed by various Indian regional languages including Hindi (118, 131, 132, 134),
Malayalam (121, 124, 125) Urdu (131, 134),Punjabi (123, 131, 133, 134),Telugu (125, 129),
Tamil (125, 135), Marathi (118), Kannada (135) and Gujarati (118). All papers were

translated and published in English.

The study sample size ranged from 12-504 (average 116.4), out of the 13 observational
studies only two studies gave a description of how the sample size was agreed on (123,
124). Purposive sampling was used in two of the qualitative studies and the sample size was
determined by thematic saturation (132, 134).Four studies were from Canada(123, 131,
133, 134) and the rest from India.

4.5.6 Population

The studies included information about 2039 patients of whom 2036 (99.8%) were women
and three (0.15%) were men. The patients were aged between 18 -92 years. A minority
(120, 6.06%) women were living in Canada and 1919 (94.11%) were living in India. Twelve
papers (118-125, 128, 132-134) reported the employment status of the patients; a total
380/1703(22.3%) patients were employed. From the 11 studies reporting marital status
(118-126, 131, 133), 1378/1727(80%) women were married. Only four studies (122, 124,
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128, 133) described the patient’s family system. In three studies, most participants
belonged to a nuclear family system (parents, children) (122, 124, 128), in the fourth,
participants were mainly from joint family system (grandparents, parents, children) (133).
The educational background was described in 14 papers, ten from India (118-122, 124-126,
128, 132) and four from Canada (123, 131, 133, 134). A quarter (497/1850 patients, 26.8%)
had educational qualifications above graduate level while 279/1850 (15.08%) were illiterate.
Religious affiliation of participants was reported in five studies only giving a total of 466
Hindus, 101 Christians, 92 Muslims and 32 Sikhs (121, 130-133). Stage of the disease was
only reported in two (119, 121) papers with most women presenting with stage 2 or 3
breast cancer. Twelve (118, 119, 121-123, 125, 126, 128, 131-134) studies reported the
treatment modalities; nine studies included a range of treatment modalities, but three with
non-surgical only (123, 128, 131). The total number of women who had chemotherapy was
569 /1330 (42.7%) while 499/1330 (37.5%) had modified radical mastectomy (MRM) and
237/1330 (17.8%) had breast conserving treatment.

45,7 Outcomes

The main outcomes of the individual studies are summarised in Table 8 and 9

Eight studies included a quality of life measure using tools like FACT B (119, 121) a
validated questionnaire (120, 130)WHOQOL-BREF (124) EORTC QLQ ¢-30 (118, 125)QLQ
BR23 (125, 129).Six studies measured anxiety and/or depression; four used HADS (122, 126-
128) one used the PHQ9(124) and one used DASS21 (130). One study measured concerns
and coping using the Concern and Coping Checklist by Devlen (122) and one measured body

image specifically using the body image after breast cancer questionnaire (126).
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Table 8: Outcome: Quantitative studies

Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
PARMAR et | Prospective | To assessthe | N =193 (EORTCQLQ | Primary: Validity | BCT maintained a better body
al Cohort validity of Women = 100% -C30); BR 23 | and reliability of | image through visit 1 (p<0.001)
(2005)(118) EORTC QLQ guestionnaire and visit 2 (p=0.055) compared
€30 and BR Language: English, Gujarati Marathi h H g
. an . with women who underwent
India 53in Ind and Hindi Age: 44.2 years (range 24— Secondary: body
in Indian . mastectomy.
72 years) image, global
breast cancer QoL Chemotherapy significantly

patients

Level of education

Primary:101 Secondary:31

Graduation:42 Postgraduation:19
Religion: N/A

Socio economic status: N/A
Occupation: Housewife:135

Service:51 Professional/Others:7

affected the global QoL with

poor scores during treatment
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Reference/
Authors

Country

Design

Aims

Study population

Measures

Outcome
Measures
(Psychological
health)

Results Summary

Marital status
Unmarried:8

Married :174
Divorcee/Widow:11
Number of children
Primary cancer: breast
Treatment:

MRM :39.9 %

BCT: 60.1 %

adjuvant chemotherapy 90%,
hormone therapy 51% radiotherapy
75%

Stage of disease
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
Duration: October 1998 to
September 2001
Kaur et al Descriptive | Investigate N =154 (FACT-B) Physical FACT-B score: Group 111 (89.83
(2014)(119) | cross-sectio | the QOL Women = 100% version 4 well-being +12.80) > Group 11 (85.75 +
India nal study in patients of (PWB), Social 20.15) > Group | (79.06 +

breast cancer
beyond the
1* year of
their
treatment
and to
identify their
specific
information

and

Language: English

Age:

Group 1(1-2 years): 47.4+8.8
Group 2(2-5 years): 43.3+10.3
Group 3(>5 years): 59.1+9.37
Level of education

illiterate :102

Can read and write :52

well-being

(SWB),

Functional
well-being

(FWB) and

Emotional

well-being

(EWB). The fifth

subscale

contains 9 items

14.60): better QOL for patients

>5 years follow-up

Group Il best social, emotional
and FWB but their breast
specific QoL was worse than

other groups.

Group lll patients best PWB

score
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Reference/
Authors

Country

Design

Aims

Study population

Measures

Outcome
Measures
(Psychological
health)

Results Summary

rehabilitation
needs.
Patients were
divided into 3
groups
according to
duration of

follow up.

Religion

Hindu :126
Muslim :18
Sikh :4
Christian :5
Socio economic
Low :114
Middle :38
High :1
Occupation: Unemployed :141
Employed :13

Marital status

and is specific
for breast

cancer (BCS).

Breast specific subscale was
poorest in Group Il patients
(Group Il vs. Group lll, p =
0.039)

Patient’s age, marital status,
education, employment, social
class, clinical stage and
recurrent disease had a
significant impact on patient’s

QoL

Almost 100% patients wanted
more information about their
disease, their chance of cure

and life expectancy, possibility
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Reference/
Authors

Country

Design

Aims

Study population

Measures

Outcome
Measures
(Psychological
health)

Results Summary

Single :0
Married :141
Widowed :13

Number of children: N/A
Primary cancer: breast

Stage 1-20%, Stage 11-49%, Stage
111-30.5%

Treatment:

MRM :142
Chemotherapy:147
RT:34

Hormone:150

of disease affecting other
family members, the duration

of treatment, the expense,

56% were bothered by
shoulder/arm-pain and
shoulder, lack of energy, limb

swelling.

Restriction in sexual
relationship was reported by
37% patients, 36% wanted
counselling and risk
assessment of their family

members to allay their fears.
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
BCT:10
Duration: March 2009 to March
2010
Shah etal Cross- To assess the | N =250 Qol four- Part 3 & 4 used | Qol results seen as per group
(2010) (120) | sectional Qol of Enrolment at diagnosis (N=46) part parameters like | of patients:
india study patients of completion of guestionnai | dependency, a. Good QoL: 43%
carcinoma re: invalid,
Treatment (N=83) undergoing b. Excellent QoL: 12.8%
breast and to restriction on
_ Part 1 and 2
treatment(N=121) Moderatel ised
ascertain _ .. | chores, ¢. Mloderately compromise
= Physical in
pitfalls and Women = 100% . problems with | QoL:30.6%
capacitance
make Language: N/A chores, feelings, | d. Severely compromised QolL:
Part 3and 4
suitable sadness and 8%
Age 48.2 years (2692 years) = Emotional
correction for Inner tension. e. Poor Qol: 5.6%
40-55:51% and
future psychologic The illiterat 105
. 55-70 :26% e illiterate group (
studies on al
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Reference/ | Design Aims Study population Measures Outcome Results Summary

Authors Measures
(Psychological
Country
health)
Indian 25-40 :29 impairment patients)
patients over 70 years :27 reported better QoL in all

Level of education walks of life

illiterate :42%

graduates :26
Occupation:

housewives :82%

Rest employed: teaching
Religion

Socio economic

Marital status

Married:250
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
Number of children:2-3
0:1
Variables: age, education, co
morbidity, stage of disease,
treatment and radiotherapy.
Primary cancer: breast
Treatment: N/A
Duration: N/A
Pandey etal | Cross To identify N =504 (FACT-B) Physical, Physical well-being 19.8+ 4.7,
(2005) (121) | sectional the Women = 100% social/family social family well-being 19.9 +
India determinants ) well-being, >.3;
Language: Malayalam _
of QOL of functional and Emotional well-being 14 + 14.9
Age: 47.6 years (20-80) ; }
Indian emotional well and functional well-being 13 +
women with | Level of education being, the fifth
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Reference/
Authors

Country

Design

Aims

Study population

Measures

Outcome
Measures
(Psychological
health)

Results Summary

breast cancer
treated with
curative

intent.

Illiterate:23
<5:96

6-10:255
11-12:55
Graduate/tech: 40
Post graduate :29
Religion
Hindu:323
Muslim :71

Christian :94

Others/Don't know:13

Socio economic

subscale contain
9 items and is
specific for

breast cancer

5.7.

The mean scores for breast

subscale were 23.0
Univariate analysis.

Younger women (<45 years),
women having unmarried
children, nodal and/or
metastatic disease, and those
currently undergoing active
treatment showed significantly
poorer QOL scores in the

univariate analysis.
Multivariate analysis

Religion, stage, pain, spouse
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Reference/
Authors

Country

Design

Aims

Study population

Measures

Outcome
Measures
(Psychological
health)

Results Summary

Low: 167

Middle:164

High:171

Occupation: HW/Unemployed :380
Employed:81
Self/Business/Daily:31

Don't know:10

Marital status:

Single :23

Married:377 Widow/Divorce:100
Number of children

Variables: age, education, co

morbidity, stage of disease,

education, nodal status, and
distance travelled to reach the
treatment centre as indicative

of patient QOL.
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)

treatment and radiotherapy.

Primary cancer: breast T1 (6.6%)

T2 disease (34.7%) T3 (16%) and T4

(15%) Tx (27.7%)

Treatment:

No treatment (43.4%), Excision

(16.7%)

MRM (21.9%) BCT (0.4%) Don't

know (17.6%)

Duration: N/A
Mahapatro | cross- To explore N=75 Concern Concerns and Sexual role and performance
etal (2005) | sectional the various Women = 100% and Coping | coping concern showed a statistically
(122) India | study concerns, Checklist by | mechanism significant difference (p<0.05)

Language: English

coping between the lumpectomized
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
mechanisms | Age: Mastectomy 42+7.14 and Devlen Severity of and mastectomized groups.
and body lumpectomy 42.74+6.23 years, Hospital anxiety and
image . . . depression.
Level of education higher than Anxiety and The mean (SD) values were
. o 0 .
disturbances | secondary level of education: 100% | Depression 1.12+0.44 and 1.38+0.56,
and extent of Scale

resolution of

concerns as
well as to
study the
level of
anxiety and
depression in
mastectomiz
ed and

lumpectomiz

Religion: N/A

Socio economic: middle majority
Occupation: housewives: majority
Rest: clerical to legal jobs.

Family: Nuclear

Marital status: Married majority
Number of children: N/A

Primary cancer: breast

Treatment: Lumpectomy(n=25)

respectively.

Resolution in concerns was
also seen only in sexual role
and performance concern
where resolution in the
mastectomized group was to a
lesser extent than the
lumpectomized group (p<0.01;
statistically significant). The
mean (SD) was 3.82+1.68 and

4.76+0.83, respectively.
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
ed patients. Mastectomy (n=50) No statistically significant
L difference between the two
Duration: 1 year
groups for hospital anxiety and
depression scores.
Carlson etal | Cross Further N =64 Survey Impact of breast | 95.4% had visited their family
(2013)(123) | sectional explore and Women = 100% developed cancer doctor within several months
Canada S confirm and treatment, (0.5—-24 months) after
urvey ) . -
Language: English, Punjabi
findings from validated overall patient discharge.
Age <44 Years :6 ; ; ; i ;
the with white | satisfaction with Main physical effects of
gualitative 45-54 Years:19 breast follow-up care, concern were fatigue and
phase by cancer information . .
55-64 Years :21 anxiety concerning health was
gaining survivors at | needs at the main psychosocial impact.
>65 Years :18 .
deeper the BCCA discharge and
. Younger age was more
insight into a | Level of education Vancouver | completion of
concerned about physical
larger and <High school:13 Island treatment, and .
appearance, depression, and
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
more diverse | High school:24 Cancer demographic the impact of cancer on family
group of Certificate/diploma:10 Centre information members while older groups
south Asian Bachelor degree :9 questionnai were concerned about family
women. re consisted obligations and work issues.
>Bachelor degree 8
Better of 27 14.1% described strain on their
Not specified 3 ;
understand questions marriage and on their

the content
and format
preferences
of those
women for a
survivorship

care plan.

Religion: N/A

Socio economic: N/A

Marital status

Married :42

Never married :4

Widowed:12 Divorced/separated :3

Not specified :3

relationships with family and

friends as significant issues.

With regards to survivorship
care plan most common “very

I"

useful” elements were a
summary of diagnosis and
treatment, and nutrition and

supplement information.
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Authors

Country

Design

Aims

Study population

Measures

Outcome
Measures
(Psychological
health)

Results Summary

Work status
Employed :16

Self-employed:6 Homemaker:8

Unemployed:4 Retired:20
Unable to work:8

Not specified :2

Number of children: N/A
Family: N/A

Primary cancer: breast
Treatment:
Chemotherapy 31 (48.4%)

Hormone therapy 48 (75%)
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
Radiotherapy 45 (70.3%)
Duration: 3 and 60 months post
treatment
Survey once, reminder in one
month.
Purkayasth | Cross- To study the | N=270 Patient Screen for Of the 270 patients, 21.5% had
. . . . 0
a etal sectional prevalence of Women = 267 Health depression depression with 22% had
(2017) (124) Study depression Mene 3 Questionnai Four domains of moderately severe to severe
i among L _ re (PHQ-9) QOL physical, depression.
anguage: Malayalam
breast cancer WHOQOL- psychological, Patients with depression
patients Age BREF for social experienced overall a poor
undergoing 18-30: 5 quality of relationship, QOL.
treatment life and
g 31-40:24 22 patients reported their
and to .
environmental. overall QOL was “poor” and 34
correlate its | 41-50: 83
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
association 51-60: 91 Patients reported to be
with their 61-70: 52 dissatisfied with their health.
QoL There was an association
71-80:15

Level of education

Below graduation:120 Graduation

and above:150

Occupation: Employed:105
Unemployed:165

Religion

Socio economic
Marital status
Married:233

Single:5

between depression and

domains of QOL.

Patients with depression had
lower scores in all domains
when compared to those

without depression
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
Widowed:25
Divorced or separated:7
Family:
Nuclear :158
Joint :9
Other:103
Number of children
Primary cancer: breast
Treatment: Not reported
Duration: August 2014 to August
2016
Dubashi Cross- To describe N=51 EORTC EORTC: Five The effect of breast cancer on
etal sectional the QOL module multi-item the occupation and marital

90




Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures

(Psychological
Country

health)

(2010) (125) | Study among Women = 100% QLQ-C30 | functional status was minimal.

India breast cancer Language: English, Tamil, Telugu, and the BR | subscales: The global health status and
women with and Malayalam 23 Physical health, the functional scores were
age less than ori . Questionnai | role function, high, while the overall sexual

rimary cancer: breast .
or equal to re. emotional function was lower.
35 years at Age function,
The global health status (p =
the time of 21-25:7 cognitive
0.04) was higher in the
diagnosis. To . function and
26 —30:27 mastectomy group.
determine social function;
31-35:17 .
the three multi-item

contribution
of
sociodemogr
aphic,
medical, and

psychosocial

Level of education
Primary :27
Secondary :17

Graduate :6

symptom scales
measuring
fatigue, pain,
and emesis; a
global health

subscale and six

The arm symptoms (p = 0.027)
and pain were higher in the
Breast conservation surgery

(BCS) group.

The sexual symptoms
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
factors on Postgraduate:1 items to assess | appeared to be higher in the
the QOL. To Religion the financial ovary ablated group when
study the impact and compared to the ovary
Socio economic
impact of general preserved group. The sexual
breast Occupation: Housewife :39 symptoms. functional scores (p = 0.02)
conservation | Labourers :11 BR-23 module and sexual enjoyment scores
treatment . . (p = 0.003) were better in the
Professionals :1 Incorporates
and ] three functional mastectomy group
tect Marital status
mastectomy scales (body
Married :46
on the QOL image, future
Single :5 perspectives,

Number of children

Treatment:

MRM :64.7%

and sexuality)
and four
symptom scales

(arm symptomes,
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
BCT: 35.3% breast
adjuvant chemotherapy: 100% symptoms, hair
loss, and side
hormone therapy 82.4%
effects), fear of
Duration: 1994 to 2005 recurrence and
partner
response, sexual
dysfunction, and
menopausal
symptoms
Tripathi cross- To assess the | N=134 Hospital Six subscales: Univariate
etal (2017) | sectional perceived Women = 100% Anxiety and | stigma, High levels of stigma were
(126) study stigma and . Depression | vulnerability, associated with lesser
] Language: local vernacular language
India Its Scale transparency, educational attainment, (p =
associations | Primary cancer: breast (HADS) arm concern, 0.01)
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
with Age: 52 years (44-60 years.) Body Image | body concern, breast conservation surgery

sociodemogr
aphic,
affective
symptoms,
and
treatment-
related issues
in women
following
surgery for
breast

cancer.

Level of education

school education or less:78
college education: 56
Religion

Socio economic

Marital status

Married 99

Single: 35

Number of children
Treatment:

MRM: 72

After Breast
Cancer
Questionnai

re

and limitation

subscales

(BCS) vs mastectomy (p =
<0.001)

having an anxiety disorder (p =

0.03)
and depression (p < 0.01)
Multivariate

Stigma as the dependent
variable, being less educated
(p =0.02) and opting for BCS (p
=<0.001) were associated with

higher stigma.
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
BCT: 62
adjuvant chemotherapy :32.8%
Duration: N/A
Brahmbhat | Cohort To evaluate N=29 GHQ-28 and | GHQ-28: Significant increasing total
t etal study psychosocial HADS anxiety/insomni | GHQ-28 score in breast cancer

(2012) (127)

India

status of
patients who
underwent
surgery for

cancer.

Women = 100%

Language: English, Gujarati
Age

Level of education

Religion

Socio economic

Marital status

Number of children

a, depression,
somatic
symptoms, and
social

dysfunctions

HAD: anxiety

and depression

patients who underwent
modified radical mastectomy
or breast conservative surgery

therapy (p = <0.001)

GHQ-28 sub scores also
indicative of greater social
dysfunction (p = <0.001),
anxiety/insomnia (p = £0.001),
somatic symptoms (p < 0.01),

and severe depression (p <
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
Primary cancer: breast 0.001)
Treatment: Not known Anxiety and depression levels
Duration: January 2011 and May increased significantly (p <
2011 0.01) after surgical treatment
in breast cancer patients from
the HAD scale
Chintamani | Cross- Aim of N=84 Hospital Anxiety The mean depression scores in
etal (2011) | sectional assessing the Women = 100% Anxiety and Depression the breast cancer patients
study levels of Depression included in this study was 4.9
(128) ) .
Language: English
anxiety and Scale (range 1-6).
India)
. . Age
depression in (HADS) The mean depression score in
breast cancer | Level of education responders after neoadjuvant
patients in llliterate (46, 54.7%) chemotherapy was found to
the Indian . be 5.6 (range 1-16), whereas
) Religion
scenario and .
the mean score in non-

96




Reference/
Authors

Country

Design

Aims

Study population

Measures

Outcome
Measures
(Psychological
health)

Results Summary

to correlate
these levels
with
response to
neoadju-
vant

chemotherap

y

Socio economic
Occupation: housewives (68, 79.7%)
Marital status

Family: joint and nuclear families

were equal (50% in each category).
Number of children

Primary cancer: breast
Treatment:

Neo adjuvant chemotherapy 100%

Responders to neoadjuvant 49

(58.3%)
Non-responders: 35 (41.7%)

Duration: Not given

responders was 10.2 (range 4 —

20).

24 (70.5%) non-responders
had depression vs 11 (22.0%)

responders

24 (57.1%) patients from
nuclear families showed
significant levels of depression,
vs 11 (36.2%) patients of joint
families (p <0.05).
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
Damodar Cohort To evaluate N=41 EORTC Functional scale: | Functional scale: physical
etal the QOL and Women = 100% QLQ-C30 physical function, role function
affecting function, role significant
(2014) ; ) Language: English, Telugu EORTC ¢ n bod
actors on it unction, body .
(129) India QLQ-BR23 Extended functional scale

among south
Indian cancer

patients

Age Young adult (19-35):15
Adult (36-50):9

0ld adult (51-64):9

Young older (65-74) :8

0ld (75-84) :0

Level of education
Religion

Socio economic

Marital status

image future

perspective

Symptom scale:
Insomnia,
breast and arm

symptoms

using EORTC QLQ-BR23
guestionnaire: future
perspective was found to be

significant (p <0.05)

Symptom scale: fatigue, pain,
arm symptoms and upset by
hair loss were found to be

significant (p <0.05).

Global health status when
paired with physical function,

role function, insomnia, body
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
Number of children image, future perspective in
. ) functional scale and breast
Primary cancer: breast
symptoms, arm symptoms in
Treatment:
symptoms scale were found to
Duration: January and June 2011 be significant
Singh etal Case Approximate | N =60 Depression | Anxiety Significant difference was
(2015) (130) control the Women = 100% Anxiety and Depression noted in mean stress score in
depression, Stress scale different cancer type with
India Language: local understandable Stress

anxiety, and
stress (DAS)
levels in
homogenous
surviving
cancer

patients

language

Age:

Level of education
Religion

Socio economic

(DASS-21)

more stress in breast cancer

patients

Mean score for depression 9.5

(5.8)

Anxiety 5.1 (4.85) Stress 9.87
(5.30)
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
receiving Marital status
chemotherap Number of children
y as

compared to
normal

control.

To correlate
the primary
objective
with
different
demographic
al parameter
such as age,

gender,

Primary cancer: breast
Treatment:

Duration: January 2014 to
September 2014
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Reference/ | Design Aims Study population Measures Outcome Results Summary
Authors Measures
(Psychological
Country
health)
duration of
cancer
diagnosis,
chemotherap
y cycles,

cancer types,

etc.

EORTC QLQ C30: European Organization for Research and Treatment of Cancer-Quality of Life Questionnaire-Core 30; BR23: Breast cancer specific module;

QOL :quality of life; BCT :Breast conservation treatment; MRM: Modified Radical Mastectomy ; FACT-B :Functional Assessment of Cancer Therapy- Breast;

BCCA : Breast Cancer Care Agency ;PHQ-9: Patient Health Questionnaire; WHOQOL-BREF :World Health Organization Quality of Life Instruments; HADS:

Hospital Anxiety and Depression Scale; GHQ-28 :General Health Questionnaire; PWB: Physical well-being; SWB: Social well-being;

well-being; EWB :Emotional well-being; RT: Radiotherapy; BCS; Breast Conservation Surgery;

Table 9: Outcome: Qualitative
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Reference/ Aims Study population Data collection/analysis Results Summary

Authors

Country

Gurm etal To understand | N=20 Methodology Two themes expressed by all women:

(2006) (131)

Canada

the experience
of Canadian
Punjabi
speaking South
Asian women
in order to
inform health

care practices.

Women = 100%

Language: Punjabi,

Hindi Urdu, English
Age: 53.0(32-80)
Religion

Socio economic
Occupation:

Full or part time :5

Homemaker:3

Unemployed/disability

:10

Retired:2

Inductive and deductive process of analysis
Data collection

Focus group methodology

Analysis

The data were manually divided into individual
ideas expressed then sorted into clusters and
short descriptive and interpretive categories.
Constant comparison was used to assign the
phrases into one of 46 descriptive categories,
and then again into 32 categories which were
then arranged into higher-order interpretive
themes. Analytic procedure utilized both an

inductive and deductive process

Spiritual beliefs as dominant context

for understanding cancer
Distress at diagnosis.

Other themes: patient inclusion,

family systems, emotional expression
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Reference/
Authors

Country

Aims

Study population

Data collection/analysis

Results Summary

Marital status
Single :0

Married:16
Widowed:3
Separated :1
Number of children
Level of education
Elementary school :8
High school :5
Technical college:4
University :3
Primary cancer: breast

Treatment: Current

103




Reference/
Authors

Country

Aims

Study population

Data collection/analysis

Results Summary

chemotherapy (35%)
Post-chemotherapy 13

(65%)

Time since
diagnosis/treatment:

2.7 years

Barthakur etal
(2017)(132)

India

To understand
breast cancer
survivorship
trajectory from
an Indian
perspective
and to
understand the

impact of the

N=15

Women = 100%
Language: English
or Hindi speaking
Age: 45-72 (57)
Level of education

Class X :1

Methodology

Descriptive phenomenological approach.
Data collection

semi-structured interview

Analysis

Line-by-line reading was done to identify the
areas of phenomena, statement pertaining to

areas of phenomena was assigned meanings,

Body image:

Impact on identity, surgery-related
issues, hair loss, adjustments to
clothing, and encountering difficult

situations.
Sexuality

changes due to the treatment,

partner’s challenges and adjustments
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Reference/ Aims Study population Data collection/analysis Results Summary

Authors
Country
diagnosis of uG:4 Clusters of categories, broader themes, and made, and attitudes held toward
breast cancer PG :10 domains based on identified statement were sexuality
and its developed. Exhaustive description of
Religion
treatment on phenomena was done based on integrated
body image Hindu :11 findings and provided to co researchers for
and sexuality Islam :2 and their feedback was incorporated to reflect
issues o the universal features of phenomena.
Christian :1

Zoroastrian :1
Socio economic
Occupation:
Employed:6
Homemakers :3
Volunteers :6

Marital status
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Reference/ Aims Study population Data collection/analysis Results Summary
Authors
Country

Number of children

Primary cancer: breast

Treatment:

Mastectomy 10

Lumpectomy 5

Time since

diagnosis/treatment:

9.3 years
Howard etal To explore N=12 Methodology Narrative analysis Four storylines that emerged were:
(2007) (133) women's Women = 100% Data collection Getting through a family crisis, Dealing
Canada stories of

breast cancer
in order to

uncover how

Language English or

Punjabi

Age: 51 (range 34-63

In-depth Interviews
Analysis

Narrative analysis strategies: close readings of

with just another health problem,
Living with never-ending fear and
suffering, and learning a ““lesson from

God.”
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Reference/ Aims Study population Data collection/analysis Results Summary
Authors

Country

they made years the interviews focusing on women’s stories of | A minor theme, Breast Cancer as a

sense of their their breast cancer experiences. A summary of | Family Experience

Level of education

experiences each woman’s story was prepared to include

Elementary school
the storyline she used.

University
These summaries were compared and
Religion contrasted to identify themes and initial
Hindu :1 storylines. Women’s stories were also
. compared with Frank’s three illness narratives
Sikh:11

(i.e., restitution, chaos, or quest)
Socio economic

Occupation:
Employed:7

Marital status

All married or widowed

Number of children
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Reference/ Aims Study population Data collection/analysis Results Summary
Authors

Country

Family

Extended (Joint)
Primary cancer: breast
Treatment:

mastectomy, radiation,

and chemotherapy 11

reconstructive breast

surgery 1

Time since diagnosis

10 months to 6 years

Carlson etal To explorethe | N=24 Methodology Universal Themes

(2013) (134) Experiences Women =100% Thematic and content analysis. Physical Impacts: Fatigue, Cognitive

Canada and concerns change, Loss of libido

Language: Punjabi, Data collection
of female south
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Authors

Country

Aims

Study population

Data collection/analysis

Results Summary

Asian breast
cancer
survivors after
treatment, to
determine their
understanding
of follow- up
care and to
better
understand
their
preferences for
the content of
a care plan. To
understand the

influence of

Urdu, English, Hindi
Primary cancer: breast
Age: 28-72

<44 Years: 6

45-54 Years :6
55-64 Years: 6

>65 Years:6

Level of education
No school 3
Elementary 2

High school 12
College 5

University 2

Focus group and one to one interviews

Analysis

Thematic analysis was used to identify
common threads and patterns in the women’s
experiences of breast cancer after treatment.
It was performed simultaneously with data
collection to identify recurring categories,

emerging themes, and patterns

Content analysis was used to systematically
identify the preferences of women for
survivorship care plan content by explicitly
coding the data into categories after an initial

line-by-line reading

Nerve damage and pain
Reproductive or pregnancy issues

Psychosocial impact: Body image,

sexuality

Depression

Fear of recurrence and uncertainty
Intimacy and relationships

Unique to South Asian women
Quiet acceptance

Peer support
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Reference/ Aims Study population Data collection/analysis Results Summary
Authors
Country

age, social Religion

situation and Sikh 17

culture affect

Hindu 5

the

experiences of | Christian 1

SA BCSS after Muslim 1

treatment,
especially as
they transition
from oncology
to community

care.

Socio economic
Occupation:
Employed 7
Unemployed 8
Disability 2
Retired 6

No response 1

Marital status

110




Reference/
Authors

Country

Aims

Study population

Data collection/analysis

Results Summary

Number of children
Treatment: Surgery 5

Surgery and

chemotherapy:9

Surgery and radiation

3

Surgery,
chemotherapy, and

radiation :4
Hormonal therapy :7
No response :3

Time since

diagnosis/treatment:

2-3 years
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Reference/ Aims Study population Data collection/analysis Results Summary

Authors

Country

Nyblade et al To explorethe | N=59 Methodology The three major themes were
(2017) cause and Women = 100% Thematic analysis Drivers (causes) of stigma including
(135) India manifestation Cancer as contagious, punishment

of Stigma in
breast cancer

patients.

Language: English,
Kannada, or Tamil
Age:

Religion

Socio economic
Occupation:

Marital status
Number of children
Level of education
Primary cancer: breast

Treatment:

Data collection
In-depth interviews
Analysis

The analysis approach used a combination of
predetermined and derived themes for data
coding. Coded data were reviewed to examine
similarities and differences within each theme

and between groups.

death sentence

the manifestations of stigma
described, Isolation, Verbal Abuse,
harassment, loss of employment,
reduced marriage prospects and the

consequences that follow stigma.
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Time since

diagnosis/treatment:

SA BCSS: South Asian Breast Cancer Survivors
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4.5.7.1 Anxiety/Depression

About a fifth (21.5%) of women with breast cancer undergoing treatment had depression
(124), in whom 22% was moderate to severe. A study of patients undergoing surgery for
colo-rectal cancer, breast and head and neck cancer, showed post-surgical anxiety and
depression was greater in patients with breast cancer (127). A case-matched control study
showed that patients with breast cancer had higher levels of stress (measured by
depression, anxiety and stress scale (DASS-21) than the normal controls (130). However, this
paper did not describe how the controls were recruited or what matching criteria were
used. Indeed, the summary description of group characteristics reported that the most
common age group was 41-50 years in participants group and in control group was 0-40

years, which indicate they were not matched by age.

Depression was associated with poor quality of life (124) and stigma (126). Type of
treatment was related to presence of psychological symptoms. A cross-sectional study of
women following surgery for breast cancer, found having an anxiety disorder (p=0.03) and
depression (p<0.01) was associated with stigma on univariable analysis although this
relationship disappeared in the multivariable model where only levels of education (low;
p=0.02) and type of surgery (breast conservation; p<0.001) predicted stigma (126). A study
of psychological wellbeing following neoadjuvant chemotherapy for breast cancer showed
that depression was more common in non-responders (70.5%) than responders (22%) with
higher than average HAD scores (non-responders mean average 10.2 [range 4 to 20] vs
responders mean average 5.6 [range 1 to 16]) (128). One study explored the relationship
between type of surgery and HAD score and found no difference between women who had
breast conservation or mastectomy (122). Lack of social support was also related to
presence of depression, with those from nuclear families more likely to have depression

compared to joint families (three generations) (57% vs 36%; p<0.05) (128).

4.5.7.2 Mental Health Component of Quality of Life

A wide range of factors were found to be related to the mental health component of quality
of life across all the studies. These can be summarised as patient and disease characteristics,

treatment-related factors and symptoms

114



45.7.2.1 Patient characteristics

The factors affecting the overall QOL were income (p = 0.03), religion (p = 0.005), patient’s
education (p = £0.001) (119, 121), self- (p = 0.004) (119, 121) and spouse-occupation (p =
<0.001) presence of pain (p = £0.001) ,patient’s age, marital status and social class (119).
The emotional wellbeing of patients was directly related to the distance travelled to reach
the treatment center (p=0.04), religion of the patient (p=0.006), marital status (p=0.002),
education (p=0.04), self occupation (p=0.02) and spouse occupation (p=0.04) (121).

45.7.2.2 Disease characteristics

Overall QOL was affected by method of diagnosis (p = <0.001),previous treatment (p = 0.02),
nodal stage (p = 0.01), presence of metastasis (p = 0.04) (121) composite stage (p =
0.005)(119, 121) and recurrent disease (121) while the emotional wellbeing of patients was
affected by were nodal status (p=0.02), method of diagnosis (p = <0.001) and previous
treatment (p = <0.001) (121).

45.7.2.3 Treatment-related effects

Chemotherapy (118) significantly reduced global QOL with poor scores during treatment.
Women having adjuvant radiotherapy had more local symptoms in arm and breast and had
worse social functions (p=0.02) compared with women not receiving adjuvant radiotherapy

(118).

In young breast cancer patients (< 35 years), type of surgery was related to quality of life:
those having had mastectomy reported overall good quality of life with better global health
status (p=0.04) compared with those having breast conservation (125). The follow up period
after treatment was seen to affect emotional well-being and body image scores with best

scores in those who were 2 -5 years post treatment (119, 125).

After treatment, QoL improved with length of time since treatment; FACT-B score was
reported as 89.83 + 12.80 > 5 years post treatment, 85.75 + 20.15 2-5 years post treatment

and lowest, 79.06 + 14.60, 1-2 years since treatment (119).
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45724 Symptoms

Among symptoms affecting quality of life , depression was associated with poor quality of
life as described earlier (124), in addition poor quality of life was associated with distress

due to hair loss (129).

4.5.7.3 Body Image and stigma

Stigma was more likely in women with worse body image scores (126). Stigma was
independently inversely associated with educational attainment (p=0.01) and having had
breast conservation rather than mastectomy (p = <0.001) (126). The association of stigma
with BCS was an unexpected finding and it was felt by authors that it is possible that
women who perceived high levels of stigma associated with the disease were more likely to
have chosen BCS as they felt it was more normalizing route to have BCS or due to social
construct of cancer in the developing countries, and also some increase in the cost of
treatment associated with breast conservation, women who chose to have BCS were under
social scrutiny and felt stigmatized. Conversely, in another study women who underwent
breast conservation maintained a better body image through visit 1 (after surgery) (p =
<0.001) and visit 2 (during adjuvant therapy) (p=0.055) compared with women who
underwent mastectomy. However these differences disappeared by visit 3 (average 9
months after surgery) (118). Sexual role and performance concerns were fewer in patients
who had a lumpectomy rather than a mastectomy (1.12 + 0.44 and 1.38 * 0.56; p<0.05)
(122).

4.5.7.4 Concerns and coping mechanism

The predominant concerns among patients undergoing mastectomy and lumpectomy were,
current illness, feeling upset or distressed, future, body image or disfigurement, sexual role
and performance, and recurrence or relapse. Sexual role and performance concern were
less in patients who had a lumpectomy compared with those who had a mastectomy (1.12 +
0.44 and 1.38 *+ 0.56; p< 0.05). In the lumpectomized group there was no concern regarding
body image or disfigurement. Coping strategies employed were effective in resolving these
concerns except the concerns regarding body image or disfigurement and recurrence or
relapse in the mastectomized group. The coping strategies used were helplessness for body

image concerns and talking to others, especially health professionals for concerns regarding
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recurrence. On comparing the resolution of concerns between lumpectomized and
mastectomized groups ,there was no statistically significant difference between the
resolution of concerns in the two groups except for sexual role and performance, where
resolution in women treated with mastectomy was less than those treated with

lumpectomy (p<0.01) (122).

4.5.7.5 Information needs

On evaluating the information needs of patients Kaur et al found that almost all patients felt
they wanted to have more information about their disease, their chance of cure and life
expectancy, possibility of disease affecting other family members, the duration of
treatment, and the expense involved in treatment .This would help them to plan for the

future (119).

4.5.8 Findings from qualitative synthesis

Out of the five studies, three were from Canada and rest from India. The two qualitative
studies from India were aimed at evaluating the cancer stigma (135) and body image and
sexuality (132). Thematic synthesis of the qualitative papers revealed two major themes; 1)
Cultural context of disease experience and its impact on women and 2) Women'’s individual
response to disease. A table showing the themes, subthemes, codes and quotes can be

found in Appendix 2
4.5.8.1 Theme 1. Cultural context of disease experience and its impact on women

The cultural context in which the women experience their disease was broadly divided into
the overlapping impacts of family, community and religion. Each had positive and negative
influences, helping some to reduce the psychological distress while aggravating distress for

others.
458.1.1 Community

Most Indian-heritage women felt strongly supported by their community. This was
particularly evident in studies from Canada, where Indian women found their immigrant
communities to be an effective support network which helped them to cope with disease
and treatment. The women in all the studies were able to identify the positive aspects of

the community which helped them to cope with disease and its treatment thereby reducing
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distress. Talking about their experience with others who understood their cultural context
and to whom they could speak fluently was helpful. This created a challenge for ex-patriate
Indian women living in Canada, whose culture remained Indian but where the language

difference was a barrier.

For most women, this meant that they could share their personal cancer experiences
within their own cultural and social context, in their mother tongue, making the

exchange more meaningful and supportive. (Researcher, Canada) (134).

Most women found that they could talk with family or community members who
were already cancer survivors because they received hope from each other.

(Researcher, Canada) (134)

Some women felt that having a culture where you are expected to wear a particular clothing
was in a way advantageous as wearing a saree or East Indian suits with dupatta was to
conceal breast anyway, so that the loss of breast would be less noticeable. Notably women

living in India felt that breast is expected to be covered so the loss is less noticeable.

One survivor also expressed the cultural expectation that breasts are to be hidden or

covered which thereby reduced impact of the loss.(Researcher, India)(132).

| wear East Indian suits. You want to look nice, but in my mind | know there isn’t a
breast here. Other people can’t see that. | want to be normal, like a lady. (Patient,

Canada) (134).

However, some disliked the close nature of the community, unhappy with the invasion of
privacy of patients by family, lack of hope given by community, or the pressure to be

“socially correct”. This negative effect was evident in both countries.

These women were not happy with the negative response they received from the
“well-wishing” visitors because “they did not give person hounsla [hope] “they just
come and disturbed you,” and “the relatives say, ‘Ha! How did it happen?’ (Patient,

Canada) (134).

One woman who has cancer in our village, that lady who died, that time in
communities some people scolded her and they separated her from the house.

(Patient, India) (135).
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Several survivors had the experience of others wanting to see the scar. Few of them were
not comfortable with it while few others were comfortable showing it to close relatives. As
one survivor who also works as a cancer volunteer expressed, it was dependent on the

context:

Some people have wanted to see it especially those who are very curious, | did not
feel good at all about their curiosity as this is not a matter to be joked about, it is an

illness. (Patient, India) (132).

Patients in both countries perceived cancer-related stigma from the community. Some were
worried that their diagnosis would affect the future of their daughters in terms of marriage
prospects, while others were worried about the cultural implications of not bearing children
immediately after marriage as was expected of them; an additional burden not faced by the

Canadian-born non-Indian women.

Participants from all groups spoke about how childbearing and the addition of
children to the family is a highly valued and emphasized role of women in South
Asian culture and society compared with Western society—creating added pressures
that make it harder to bearing the cancer diagnosis and treatment. (Researcher,

Canada) (134).

Would their daughters be eligible for marriage to good suitors? Breast cancer in the
mother might mean that a daughter could have breast cancer as well, making
matrimony with the daughter a higher risk for the future husband’s family
(Researcher, Canada) (134).

You take our home care team, there are lots of times when family members will tell,
‘Please don’t park the auto right in front.” They are worried. Now what are they
worried about? One is, will somebody else get it? But more importantly, there is a girl
to be married in the family...It is not restricted to only the lower socio-economic
strata. The guy could be a PhD from Harvard but he might have that fear.
(Healthcare provider, India) (135).

There was also ignorance regarding the nature of the illness and how it is spread among the
women living in India, e.g., fearing cancer to be contagious, leading to social isolation, and

delays in presentation to doctors.
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| asked doctors and they advised not to fear and told that this is not contagious, even
if you eat in the same plate other person will not get this, so it will not spread and
you can move with all, without fear. Only after his words | got convinced and started

to mingle happily.(Patient, India) (135).

Other people think they should not share food, clothes and they should not share
soap and also, they won’t sleep with others. They should be separate only...I suffered
very much and | thought | should not live, that is very difficult for me. (Patient, India)
(135).

Implications of being a migrant dealing with breast cancer in a new community had wider
issues. Financial impact was a particular issue for Indian women in Canada because of
restricted capacity to work due to illness. Being a migrant population, income from both
partners was particularly important and the women found it increasingly difficult to work

due to physical difficulties of treatment.

It is understood, however, that this concern is not unique to sa bcss, (south Asian
breast cancer survivors) but applies to the migrant population who may be reduced
to working under strenuous conditions when their family income depends on both
spouses being gainfully employed. Two-spouse incomes are more central in an
immigrant population in which vocational options may sometimes tend to be more

physical in nature, with longer hours of employment. (Researcher, Canada) (134).
45.8.1.2 Family

Family was described as a strong support system for many women helping them practically

to go through treatment as well as providing psychological support.

The women constructed heroic stories of family members quitting their jobs to
accompany them to appointments and treatments, taking over their household
duties, and providing physical care. (Researcher, Canada) (133).
In one instance, a woman recalled how her family refused to let her “think about
things” related to breast cancer or “feel sorry” for herself, and pushed her to stay
active. (Researcher Canada) (133).

However, not all women had supportive families and the diagnosis of cancer sometimes led

to a breakdown in relationships. In few it was due to the already existing problems in family
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life which worsened after diagnosis and others were due to lack of support from partners.
Some children found it difficult to accept the change in appearance of women due to
treatment.
However, several women had flirted with the idea of divorce because of the lack of
support displayed by their husbands. One woman realized that negative conditions
were already present in the relationship, but the significance of those conditions was
heightened by the lack of support she felt after her cancer diagnosis and during
treatment. At the time of the interview, she was considering a separation
(Researcher, Canada) (134).
Some family members they have neglected us... Before they will come very often but
now it was reduced...They will not support me more. But | have lot of support for my

friends. (Carer, India) (135).

Several women described the experience of being required to continue with household and
childcare responsibilities immediately post-treatment:
The members of family don’t realize the weakness in the body after the cancer
operation they think all the household work is my responsibility. (Researcher,
Canada) (131).
For some, already existing problems in family life worsened after diagnosis and others were
due to lack of support from partners. Some children found it difficult to accept the change in
appearance of women due to treatment.
One woman realized that negative conditions were already present in the
relationship, but the significance of those conditions was heightened by the lack of
support she felt after her cancer diagnosis and during treatment. At the time of the
interview, she was considering a separation. (Researcher, Canada) (134).
Family members sometimes found it difficult to accept or cope with the situation. They
were concerned about recurrence and death but did not openly discuss this. Some patients
had the additional responsibility of being brave to reassure their family.
One patient described how her teenaged daughter did not talk or eat after finding
out about her breast cancer diagnosis.(Patient, Canada) (133).
The women explained that family members took their illnesses “hard.” They cried

and worried, and sometimes did not go to school or work because of their concern.
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One woman also indicated that her husband checked her pulse at night to see if she
was still alive (Researcher, Canada) (133).
Women described how their role in the family changed since their diagnosis and treatment.
These affected their day to day functioning preventing them from fulfilling their role. A
major role was being a mother and the thought of not fulfilling that role made some women
non-compliant to treatment. The loss of self-esteem due to physical side effects also
impacted their role in the family.
Participants from all four age groups complained of nerve damage and pain to
various degrees, which got in the way of daily tasks and day-to-day living. Women
were concerned by the effects on simple household tasks such as sweeping the floor
or lifting heavy dishes. (Researcher, Canada) (134).
Was distraught because she knew that she could not conceive children while on
hormonal therapy, causing her grief as she struggled with adherence or

nonadherence to hormonal therapy. (Researcher, Canada) (134).
45.8.1.3 Religion

Religion and faith were important to many women, helping to accept disease, to cope or to
change their lifestyle irrespective of country. Women tried to understand the reason behind
the cancer diagnosis by attributing it to fate or ‘karma’ (134).This enabled them to accept it
better but also had a downside of not going for treatment as “God has already decided the

destiny” (131).

As one woman said: “Nobody could change the time and cause of my death, it is
God’s will. So I avoided the chemo treatment (Patient ,Canada) (131).
Some women felt that their faith was strengthened following the diagnosis, feeling closer to
God in response to His “testing”.
One deeply religious woman believed that as a “true devotee of the Lord,” God could
teach her how to deal with problems in life, including breast cancer. She supported
her convictions about the power of faith and her indubitable belief that she could

“cure herself” through service to God. (Researcher, Canada) (133).

However, others felt it was God’s punishment for not being religious enough and then

changed their life style and practices in accordance with their religion.
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When | got cancer, it was like | was being punished because | did not wear my scarf
[head covering] as a Muslim woman. Then | started wearing it, and for that | am
grateful. | have always wanted to, but it wasn’t the right time. (Patient, Canada)

(134).
4.5.8.2 Theme 2. Women’s individual responses to disease

The second major theme was how women responded to the diagnosis and treatment and
how they adapted ways to cope and to alleviate distress. There were a number of physical
side effects side effects of treatment including fatigue, tiredness, pain, and arm swelling,
some had cognitive difficulties. Some women were affected by it, however most women

found practical adaptations to deal with it including change in lifestyle.

Women in all groups spoke of “having lower energy than | should have.” Others
identified fatigue as a loss of physical strength that drained the body of the physical

capacity they had before cancer treatment. (Researcher, Canada) (134).
45.8.2.1 Psychological response

Some women found that the breast cancer treatment was difficult to cope with by affecting
their femininity i.e. loss of hair and loss of breast. People described the changes in their
body and their desire to have a better cosmetic result or the use of wigs and prosthesis to

address their body image issues.

What happens to us females is that it is so difficult when we don’t have one breast.
That thing can never be explained to anyone...(Patient, India) (132).

Women felt that their body image, their sexuality, and their reasons for breast
reconstruction were all tied into the identity of a woman who has to make decisions
for breast reconstruction after reconsidering her personal need for feeling
whole.(Researcher, Canada) (134).

Several survivors also reported taking more care than before about their appearance:
“When | go out, | take extra care. But... | have make-up on | try to wear nice dress. |
have started buying more clothes than | did earlier... So | have something new and

just to feel good. (Patient, India) (132).
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| wear East Indian suits. You want to look nice, but in my mind, | know there isn’t a
breast here. Other people can’t see that. | want to be normal, like a lady. (Patient age

50,Canada) (134).

Sharing experience with other breast cancer patients was helpful.
If people who have cancer are in each other’s company, they come to know and
understand each other, because they get hounsla [hope or encouragement] from
each other. | will feel better if | talk with similar people who give me hounsla.
(Patient, Canada) (134).

Several women expressed concern about how their sexual life was affected, their partners

found them less attractive, or they tend to lose interest in sex.

Few survivors voiced their concern about a lack of desire to engage in sexual activity
and an inability to get aroused which was associated with vaginal dryness and pain.
Moreover, one survivor with lumpectomy also expressed a change in her partner’s
overt sexual behaviour in the form of preference for the normal breast.(Researcher,
India) (132).
However, in some cases, however, the partners were very understanding and waited till
they felt ready for sex.
It was really tough in the beginning. My husband was really good ... very supportive.
He wasn’t, you know, pushy or any of that stuff; he was very patient with me when it

came to, you know, intimacy.(Patient, Canada) (134).

There was an interesting observation from few women comparing sex life to animal life and
is used for procreation only, some women found it very difficult to talk about their sexual
life.

Another participant had extreme views that sexual life could be equated to “animal

life” and it serves the function of procreation purposes. (Researcher, India) (132).
Psychological symptoms were varied in women, some experienced severe shock, disbelief,
depression and adjustment issues. Many women associated cancer with dying and were
constantly living with the fear of death. This could be seen in the same women during

different stages of disease and in some cases was a constant psychological response.
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Younger south Asian women (<44 years of age) experienced depression related to
reproductive issues associated with the cancer diagnosis, because the diagnosis

changed the normal cycle of life (Researcher, Canada) (134).

The women often left sentences unfinished and interrupted their own telling of their
story with experiences of worry, fear, pain, and anxiety. (Researcher, Canada) (133).
Depression, | used to get it a lot in my mind, in my heart. | used to feel like crying. My
mind used to get upset. | am getting better now, but it still bothers me. (Patient,
Canada)(134).
Life is finished nothing is there after getting cancer....There is a belief among people
that people will die if they get cancer. (Patient, India)(135).

Few women however displayed more courage, were able to accept the situation with

positive thoughts and were able to cope better.

When | was diagnosed with breast cancer | was frightened, but my family helped me
realize that breast cancer was just like any other disease that could be treated. Now
that my treatments are over and | am as healthy as | can be, | try not to think about
breast cancer. It was just another health problem among other health problems that
| deal with. (Patient, Canada) (133).

I did all the treatment.... They did the operation; they did the surgery.... What is there

to be scared of? You can’t do anything about it; just accept it.(Patient, Canada) (134).
45.8.2.2 Information seeking

Most women wanted information about their disease, treatment and side effects, which
had both positive effect and negative impact on any psychological distress when they had
difficulty in accessing information due to language barrier. Women described diverse ways
in which they sought information about their condition like questioning medical

professionals, talking to other patients, reading books as well as from internet.

One woman said: “l read a lot about cancer from the books and the Internet. | was
well informed after reading and gathering information.” Another commented: “| was

constantly questioning the doctor.(Patient, Canada)(131).
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Some women used their illness as motivation to raise awareness among others and to talk

about their experiences to reduce psychological distress in others.

| finished my radiation in May. | just felt | had to do something for other patients.
(Patient, Canada) (134).

Language was felt to be a major barrier to understand the information provided especially
for migrant women and they expressed a desire to have written material in a regional

language for better clarity.

Participants preferred a written, language-specific (especially for those who spoke

only their own language) care plan in a booklet format.(Researcher, Canada) (134).

They felt that they did not receive adequate patient support and counselling from the
breast cancer care agency or their family physician, especially in their own language,

which prolonged the depression.(Researcher, Canada) (134).

For some women, this lack of communication, compounded by poor education, language
barriers, and a culture where individual autonomy in health care decisions is not as

emphasised as in western culture, had serious consequences:

One woman, who described herself as “uneducated,” indicated that she was not told
that her entire breast would be removed: “They may have told my daughter
something in English but to me they just said there would be an operation.”(Patient,
Canada) (133).
A few women felt that the medical team looking after them were insufficiently supportive
or lacked the communication skills needed to make them feel comfortable. Some also felt
that the family were involved in decision-making more than they wished, and they were
excluded thereby adding to their psychological distress.
As women struggled to try to make sense of their experiences, they recalled not fully
understanding what they were told about their cancer treatments, even when
translators were available, and that physicians often gave full explanations to their
family members rather than directly to them. (Researcher, Canada) (133).
Difficulty in gathering information unfortunately added to the uncertainties and worries

about the future; the women were particularly concerned about any possibility of
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recurrence of the disease, metastasis or physical in capabilities due to treatment, although

this was less of an issue for older women.

Although some sa bcss (south Asian breast cancer survivors) from all age groups
shared their concerns about uncertainty and fear of recurrence, younger women (<44
years of age) were more emotional in their responses because of worry that the
cancer might recur and because of the unknown future. Women in the middle age
groups (45-54 and 55—-64) were more concerned about what would happen to their
children if the disease came back. The oldest participants (>65) were mostly not

concerned about recurrence or uncertainty.( Researcher, Canada) (134).
4.5.8.2.3 Coping and the barriers involved

The women described the various methods that helped them to cope with the diagnosis

and treatment stage, they referred to hope, support from friends and other patients.

If people who have cancer are in each other’s company, they come to know and
understand each other, because they get hounsla [hope or encouragement] from
each other. | will feel better if | talk with similar people who give me hounsla.
(Patient ,Canada) (134).
Everyone used to give me hounsla [encouragement or hope].... That’s ok ... you are
alright .. you’ll be fine. Do your Paath [prayers].... | did a lot of Paath and went to the
Sikh temple.... Everyone used to give me hounsla. (Patient,Canada) (134).
Most women felt that sharing with others who had gone through similar experiences
was more meaningful, thereby providing social support that would enhance quality
of life for south asian women who felt shy and who had language barriers.
(Researcher, Canada) (134).

Some also described how they resorted to practical solutions to deal with their problems

and cope with their situation including breast prosthesis, wigs etc.

Others either shaved their heads before the chemotherapy sessions began and had
wigs made out of it or as one participant said: “I bought a couple of wigs off the net
and | would go around in my blonde avatar. Actually got a blonde (laughs) just to

kind of cut off your nose to spite your face kind of thing...”(Patient, India) (132).
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Adjustments for those undergoing mastectomies involved using substitutes such as
prosthesis, padded bras, and pads. The use of prosthesis on an everyday basis was
convenient, but its weight was a concern and others would use pads made out of

cloth. (Researcher, India) (132).

There were instances were women described feelings of fear, anxiety, panic and social

isolation which prevented them from coping with the situation.

The women often left sentences unfinished and interrupted their own telling of their

story with experiences of worry, fear, pain, and anxiety. (Researcher, Canada) (133).

Some participants described the experience of social isolation and dependence on

family members (Researcher, Canada) (134).

Interestingly the effect on finances were mentioned from the studies from Canada and not
from India. Being a migrant population, income from both partners was particularly
important and the women found it increasingly difficult to work due to physical difficulties
of treatment.
It is understood, however, that this concern is not unique to sa bcss,(south Asian
breast cancer survivors) but applies to the migrant population who may be reduced
to working under strenuous conditions when their family income depends on both
spouses being gainfully employed. Two-spouse incomes are more central in an
immigrant population in which vocational options may sometimes tend to be more
physical in nature, with longer hours of employment (Researcher, Canada) (134).
Along with being worried and fearful about recurrence, the women drew attention
to their financial difficulties because they were unable to work due to residual
physical pain and weakness. (Researcher, Canada) (133).
Indian women living in Canada were exposed to a culture which has different expectations
as regards to the role of women in family, where women were expected to make
contribution to society through employment, politics and this is different to what they see
at home and this need to be kept in mind while looking after them. A diagnosis of breast
cancer is not just confined to a woman'’s life alone, rather if affects her immediate family,
her religion and the wider community where she lives. This can affect her both positively

and negatively. All these influences will dictate how she responds to the diagnosis and
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treatment. Positive influence can help her to accept it, cope with it better and make
practical adaptations in her life. On the other hand, the negative influence of her cultural
context can aggravate the psychological distress. These can lead to mental health issues as

well as non-compliance with treatment.

4.5.9 Critical Interpretive Synthesis (CIS)

CIS combined findings in relation to i) mental health and ii) stigma and body image (see
Table 10). Although Indian women had significant depression and anxiety with similar rates
to those in other populations, this was framed by their culture which remained similar in
both Indian and Indian migrant communities. Indian women in India and in migrant
communities experienced their community, family and religion as both supportive and as
causes of distress, sometimes sufficient to cause refusal of treatment. Those in migrant
communities had additional sources of distress: difficulty in accessing host-country
community support and further reduced participation in decision making due to language
barriers and financial distress, if the disease or treatment stopped a necessary second
income. In addition to the language barrier, support groups for breast cancer women in

Canada were seen as not culturally relevant or congruent with the Indian migrants’ needs.

Stigma and body image were related and amplified by the foundational role of women in
Indian society as wife and mother and poor knowledge about the nature of cancer. Fears
that cancer was transmissible led to social isolation, and whole families became stigmatised
in terms of the marriage prospects of the daughters or sisters. Core beliefs about feminine
roles meant that the impact of breast cancer on sexual function, sexual attractiveness, and
ability to bear children, and roles of homemaker and provision of care for children, in-laws
and husband was serious. Even for Indian women in India, experience of the response of
family and community was not always seen to be culturally congruent for the individual

women concerned, preferring societal expectations to personal experience.
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Table 10: Critical Interpretive Synthesis (CIS)

Psychological concerns

Relevant findings from quantitative

studies

Relevant findings from qualitative

studies

Synthesised findings

What are the psychological
concerns of Indian women

with breast cancer?

Anxiety/Depression, body image issues,
stigma, factors affecting mental health

component of quality of life

Women reported significant
psychological distress both helped
and aggravated by their

community, family and religion

See below under the separate concerns

Mental health

e 21.5% of patients had depression

e Higher levels of anxiety and

depression than:
o normal controls,

o those after surgical

procedure for other cancers,

o those responding to

chemotherapy,
o those from joint families.

e Prevalence rates similar to studies

Overall, support from community,
family and religion reduced distress
and helped patients to cope in both
home and migrant communities
e However, social expectations
have negative impact by
increasing pressure:
o to be socially correct,
o to have children
immediately after
marriage; fear of

infertility prevented

e Indian women have significant
depression and anxiety with similar

rates to those in other populations.

e Indian women in India and in-
migrant communities experienced
their community, family and religion
as both supportive and as causes of
distress, sometimes sufficient to
cause refusal of treatment. Those in-
migrant communities had additional

sources of distress, including:
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Psychological concerns

Relevant findings from quantitative

studies

Relevant findings from qualitative

studies

Synthesised findings

from other populations

e Emotional wellbeing was directly

related to:

o distance to reach the

treatment center,

o patient’s religion, marital

status, education,

o patient and spouse

occupation,
o extent of disease,
o method of diagnosis,

o cancer treatment, e.g., type

of surgery.

e Poor quality of life also associated

with depression and distress due to

some from having
chemotherapy.

e Though faith supported most,
others:

o practised ‘passive
fatalism’ thereby
refusing any treatment,

o believed disease was
God’s punishment for
religious error, causing
additional distress.

e Family were most involved in
decision making and where
women felt excluded, this
added to distress.

Lack of information in a language

they understand, lack of education,

difficulty in gathering information

o difficulty in accessing host-
country community support
and further reduced
participation in decision
making due to language

barriers

o financial distress, if the
disease or treatment stopped

a necessary second income
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Psychological concerns

Relevant findings from quantitative

studies

Relevant findings from qualitative

studies

Synthesised findings

hair loss.

added to the uncertainties and
worries about the future adding to
their distress.

For the migrant population in
Canada, income from both partners
was particularly important and the
women found difficulty in working
due to physical difficulties of
treatment adding a “financial

distress”.

Body image and stigma

Worse stigma was associated with poor

body image scores, low levels of
education and breast conservation

surgery

e Adiagnosis of cancer led to

stigma through

o reduced marriage

prospects

o a belief that cancer was

infectious

e Stigma led to social isolation

Stigma and body image were related
and amplified by the foundational
role of women in Indian society as
wife/mother and poor knowledge

about the nature of cancer.

Breast conservation, unlike most

other studies, was associated with
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Psychological concerns

Relevant findings from quantitative

studies

Relevant findings from qualitative

studies

Synthesised findings

and delays in presentation to
doctors.

e Women felt that the loss of
breast and loss of hair
diminished their feminine
nature and core role in their
society; cultural dress (which
allowed the loss of a breast to
be less noticeable), good wigs
or prostheses helped to address

their body image issues.

greater stigma perhaps due to social
scrutiny of an “unnecessary

expense” and fears of recurrence.
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4.6 Discussion

Indian patients suffer similar psychological concerns to women of other cultures including
adverse mental health, stigma and body image issues. However, the psychological distress
suffered by Indian women is framed by their cultural experiences and expectations. The
review identified particular challenges for Indian migrant women, who not only ‘carry their
culture’ to a host country but face significant further challenges in accessing culturally

acceptable healthcare following migration.

For migrant women in Canada who had limited acculturation, complexities such as family
structure, religion and community affected adversely, particularly in terms of decision-
making and the role of women in households and society. Aspects of cultural competence
(by the service provider) and cultural congruence (related to the patient’s perception of care
received) are apparent and highly relevant in patients experiencing “otherness” aggravating
distress (77). This is seen not only in-migrant communities where culturally competent care
may be challenging, but also in Indian communities where within their cultures, individual
women may not receive culturally congruent care and assumptions are made by clinicians

and families about culturally competent care.

India is traditionally a highly religious country, both spiritually and culturally. Commonly,
families have a patriarchal, extended structure, with social roles prescribed based upon
factors such as age, gender and community influences. The review reported data from ten
states out of the total twenty-eight, there is variation in cultural, social, religious and
geographic backgrounds among each state. Some states are predominantly urban and
developed, in contrast to few having more rural and underdeveloped areas (136). Though
majority of Indians practice Hinduism, it is a minority religion in eight states of the country.
However, similarities still remain in the joint or extended family system which is
mentioned in some of the sacred Hindu books and has been going on in the land for
centuries and consist of number of married couples and their children who live together in
the same house (51). On marriage, a girl leaves her ancestral family and becomes a part of
the joint family of her husband. Immigrant women living in Canada, however lacks the
support from the extended family system that they depended on in their country of heritage
which can have an impact on how they cope with the cancer diagnosis (137). Family

responsibilities and obligations are the key motivators of caregiving within immigrant South
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Asian families(138, 139), and women often takes the role of a nurturing parent who is
revered and respected similar to the Indian epics which portray women as bound by
tradition, diligent , self-sacrificing, self-denying, and yet powerful (57). My review found that
family was a powerful source of support and it influenced women positively and negatively.
The support was in the form of providing physical care, helping in household duties as well
as encouraging them to think positively. A qualitative study examining the experiences and
responses of family members of immigrant Punjabi women diagnosed with breast cancer
found that family members made significant sacrifices to support relatives with breast
cancer and accepted considerable disruptions to their personal and work lives (140). Some
women, however, felt the need to support the family members emotionally as they couldn’t
cope with the shock of the diagnosis for the loved one. Women also faced the loss of their
major role in the family of being a mother and the thought of not fulfilling that role made
some women non-compliant to treatment. Indian women grow up in multi-generational
households where the decision-making power rests with the male household members,
initially fathers, then husbands and then the adult son. This contrasts with patient
autonomy and shared decision making in Western cultures where patients have priority in
treatment decisions.(141) Exclusion from decision-making, exacerbated by language
barriers, was an evident cause of psychological distress of Indian women in Canada (131).
Interestingly, a recent Indian survey showed that the majority of patients wanted full
disclosure about their cancer, its treatment and prognosis even if this was poor, in contrast
to their family carers few of whom shared this information believing it to be harmful (142).
In addition to the conventional roles and responsibilities associated with being docile wives,
dutiful daughters-in-law, fostering mothers, and self-sacrificing caregivers, many of the
migrant women in Canada were expected to hold full-time employment and take
responsibility for most of the domestic chores which was in contrast to their practices in
India where women often have access to domestic help and support of extended family,
and if they were well educated they were not expected to do physical work (137). Some
women in the review felt that the families were not understanding and supportive enough
as they still had to continue with all the house hold and child care responsibilities post

treatment (131).
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In breast cancer survivors of various ethnicities, more acculturated migrants were found to
be more proactive in their medical treatment by taking responsibility for their care, avoided
isolation and having a positive attitude (143). My review highlights the additional issues
facing immigrant Indian women; difficulties in accessing information, accessing support
other than family, and exclusion from joint decision-making in stark contrast to the non-
migrant women they observe at the clinic (134). Migrant women also face distinct
challenges where a breast cancer diagnosis limits their ability to manage the household and
contribute financially to the family. Mental health issues in migrants are recognized,
including the challenges faced because of language and cultural differences; the effect of
culture and society in shaping of symptoms and illness behaviour on diagnosis, coping and
treatment; effect of employment, social status and integration, differences in family
structure and process affecting adaptation, acculturation and intergenerational conflict (72,

73).

Extended family and community are always considered as strong sources of support for
Indian women (139), traditionally the community is seen as an extended family and societal
responsibilities of each individual are prescribed in the Vedas which are the holy book of
knowledge. In addition to familial duties, an individual also has responsibilities to the
welfare of the community (57). To maintain the community connections in the country of
migration women are seen to develop links with services through their social networks,
which included relatives, friends, community or church associates, and professionals (144).
However there is also a stigma related to cancer as well as any health related problems in
the community and women believed that it is important to maintain the appearance of a
healthy family with a strong lineage to ensure their daughters are married on time so they
tend to keep the diagnosis of breast cancer as private as possible (145). In contrast, my
review found women who were willing to talk about the diagnosis with peers, and to hear
from people with a similar diagnosis and appreciate the psychological and emotional
support from such a discussion (131, 134). However few women did describe the stigma
associated with cancer diagnosis and the negative effect of community where people
visited only to be socially correct and were keen to be kept away from them (134).
Immigrant women also felt the need for a common language or having someone in health

care system to talk to them in their own language as few women were not well versed in
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English (131). They also talked about having peer support groups to share their unique
cancer stories within their own cultural and social context, in their mother tongue, making
the exchange more meaningful and supportive (134). This is similar to the needs of Chinese
immigrant women where 80% of participants in a study expressed interest in programs
tailored for Chinese cancer patients, particularly information based potential services like

about financial and social assistance, and general healthcare (143).

For migrant families, a lack of extended family or wider community system may affect how
migrant women cope with cancer (137). Lack of social support has been identified as
contributing to depression in Indian breast cancer survivors living in the UK, along with
other patient-related factors like younger age, previous psychological problems and non-

cancer related difficulties (17).

Family and community expectations may also influence the treatment options available to
women as well as their autonomy to make informed treatment choices. There is a deeply
embedded tradition that Indian women are expected to conceive within one year of
marriage (59), and women may be stigmatised if they remain childless, either voluntarily or

involuntarily (61).

Choice of treatment type also had an impact on subsequent depression or anxiety
aggravated by exclusion in decision-making and levels of support. Breast conservation, was
associated with greater distress than mastectomy in one study (126), perhaps because of
more fears about recurrence. Irrespective of the type of treatment, the women in my
review were significantly affected by the loss of breast and loss of hair, though cultural dress
enabled them to feel the loss of a breast was less noticeable. Symbolic interactionism helps
us to understand that woman learn meanings and symbols through social interaction which
is essential to expression of thought. Women often consider their hair and breasts as
symbols of femininity and womanhood, loss of hair secondary to chemotherapy is often
associated with loss of femininity, sexuality, attractiveness and womanhood (146) while loss
of breasts as part of treatment embodies loss of femininity, beauty, and motherhood
(147).These convictions can affect their decision making particularly in relation to
treatment choice (148). Although in general, breast conserving surgery was associated with
reduced stigma (118), in keeping with other work (149, 150) women who chose to have

conservation may have felt under social scrutiny, seen as an unnecessary expense,
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highlighting the conflicting pressures women must navigate in order to make an informed

treatment choice.

Culture and religion influenced women’s understanding of cancer and access to appropriate
information. Poor understanding about the cause of breast cancer led to isolation and
depression. ‘Spirituality is the aspect of humanity that refers to the way individuals seek and
express meaning and purpose and the way they experience their connectedness to the
moment, to self, to others, to nature, and to the significant or sacred’ (151). Religion, one
type of expression of spirituality, is a set of organized beliefs about God that is shared within
a community of people (152). There are a number of studies which corroborate the role of
spirituality and prayer in helping patients from diverse cultural backgrounds accept the
cancer diagnosis, find inner meaning and peace, and positively pursue cancer treatment
despite fatigue or pain (152-155). A diagnosis of breast cancer can be distressing and
shocking to the women and they tend to turn to religion and faith to understand the reason
behind the cancer diagnosis and also as a method of acceptance and coping. Religion can
help people attribute meaning to situations, provide support and consolation and help to
regain the sense of control apparently lost when faced with an adverse situation (156).
Previous studies in breast cancer patients and survivors have shown that 85.4% of the
women reported that religion helped them cope with their illness (157) and they turned to
religion hoping for guidance from God through the illness and for support from other
members of their faith community (158). Religion as a coping strategy has also been
reported as used by Indian patients diagnosed with depression living in the UK (159). The
women in the review are seen to attribute the cause of their cancer to various metaphysical
beliefs like Karma (131, 133, 134), kismet (133), and God's will (131) which is in keeping
with the traditional Indian society metaphysical beliefs, that karma, God and spirits, are
thought to be important causes of life’s events like disease and suffering. This is in contrast
to the western culture where they believe that the causes of diseases are found in the
physical and social world and also do not believe in reincarnation (160). It is seen from
studies that patients who attribute disease to God’s will showed greater perceived
psychological recovery and have a credible and socially acceptable explanation for their
illness (161). Thus, it can be considered as an effective coping mechanism for patients faced

with a life changing diagnosis
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However, women from two studies described ‘passive fatalism’ (131, 134) in which they felt
that their diagnosis was beyond their power, so were not keen to pursue with treatment,
this is in accordance with the South Asian culture which believed that life events are beyond
their control. This should be watched out for in our patients as they tend to be non-
complaint with treatment and would need additional support from family and medical

professionals explaining to them the need for treatment.

4.7 Strengths and limitations of this study

This systematic literature review was conducted and reported according to the PRISMA
process,(107) but as with any systematic review, it is possible to miss relevant studies. The
additional search involving EBSCO database gave a number of useful papers published from

India unavailable elsewhere.

The questionnaires used in the observational studies in the systematic review had been
validated in India [DASS21 (162)] or translated and validated in regional languages like
Malayalam [HADS (163),PHQ-9 (164), FACT-B (165), WHOQOL-BREF (166)], Marathi [PHQ-9
(167), EORTCQLQ-C30 (118) ], Hindi [EORTCQLQ-C30 (118)], Tamil [EORTCQLQ-C30 (168)
Jand Telugu [EORTCQLQ-C30 (168) ].

Only five qualitative studies were found, with only two conducted in India. Even after
excluding the two studies at most high risk of bias, the quality of the observational studies
was poor in many aspects highlighting the need for high quality research in this field which
includes work done in India. Critical Interpretative synthesis was used to combine the

results from both quantitative and qualitative studies.

4.8 Implications for clinical practice

Clinicians must be aware of the range of issues contributing to the significant psychological
distress experienced by Indian women with breast cancer. Cultural issues relating to
individuals, families and communities both helped and contributed to depression and
anxiety. Therefore, the culturally competent clinician will assess the patient as an individual
— whether in the West or in India. Unless this is done, the risk of cultural incongruence will
remain with serious psychological consequences for the patient. Even in India, the clinician

must not assume that they know all the culturally relevant influences, and must also allow
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for differences in regional language spoken, especially in tertiary hospital settings. Early
support to reduce the impact of diagnosis and treatment decisions and side-effects, with
access to appropriate language is important - especially so for immigrants or those accessing

healthcare out of Indian region/state.

A family-centred approach to care, but one which includes the woman in decision-making
will help overcome barriers women face in India and elsewhere. Migrant Indian women had
additional stigma to their western counterparts, and thus careful discussions are needed
with individuals regarding treatment choices and accessing support, including access to wigs
from their own hair. The importance of motherhood and parenting should be kept in mind
for young breast cancer patients. Religion and spirituality are important for coping and
chaplaincy services tailored to the needs of women should be an integral part of clinical
services. Clearly important for Indian women, culturally competent and congruent care is
important for all people, regardless of their culture or heritage. Future research should also
focus upon the specific concerns of women from other cultural backgrounds, with particular

attention paid to the distinct needs of migrant communities.

4.9 Implications for future research

Our review highlights how cultural background can influence psychological outcomes in
cancer care, with particular challenges for migrant communities. As international migration
increases, so too does the complexity of delivering culturally congruent care. Culturally
congruent care moves beyond cultural competence, to address ‘cultural distress’, caused by
the additional challenges of accessing appropriate health and supportive care in the host
country. For example, research among Caucasian women with breast cancer shows group
therapy improves their psychological outcomes,(169, 170) yet migrant Indian women in

Canada often declined the support offered by local cancer agencies.(133)

Findings identified by this review are highly likely to have relevance for other medical
conditions and populations. Migrant Indian women in Canada expressed the need for a
healthcare professional to talk to them in their own language as few women were fluent in
English.(131) Peer support groups, in their mother tongue, to share their unique cancer

stories within their own cultural and social context make the exchange more meaningful
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and supportive.(134) The same issue is described with immigrant Punjabi women who were
reluctant to discuss health concerns outside of their family network, feeling more
comfortable if family members accompany them when accessing health services and
support groups.(137, 145) Similarly, Chinese immigrant women would prefer programs
tailored for Chinese cancer patients.(143) Future research should seek to identify the
particular challenges faced by migrants with different healthcare problems and from

different cultural background in order to inform the delivery of culturally congruent care.
4.10 Summary

This chapter described the findings of the systematic literature review and qualitative
synthesis. The synthesis of the review shows that although Indian women had significant
depression and anxiety with similar rates to those in other populations, this was framed by
their culture which remained similar in both Indian and Indian migrant communities. Indian
women living in India and Canada experience a range of psychological morbidities in relation
to breast cancer diagnosis and treatment which profoundly affect their role in the family
and wider community. Culturally competent and congruent care including excellent and
accessible communication and information giving is important to both prevent and alleviate
distressing symptoms whether in India or as part of an immigrant community.

In Chapter 5, | will discuss the findings from patient interview study conducted among

breast cancer patients in India.
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5 INTERVIEW STUDY

5.1 Introduction

Chapter Four described the findings from the systematic literature review and qualitative
synthesis which showed that although Indian women had significant depression and anxiety
with similar rates to those in other populations, this was framed by their culture which
remained similar in both Indian and Indian migrant communities. In this chapter | describe
the methods used, the findings and a discussion of the findings of the semi-structured

patient interview which was designed to answer the following research questions:

1 What are the psychological concerns of women of Indian heritage receiving

treatment for breast cancer in relation to breast cancer and its treatment?

2 What are the influences which aggravate or ameliorate these psychological concerns

including those arising from their Indian cultural context?
5.2 Rationale for choice of methods

To answer the research questions and gain an understanding of the psychological symptoms
faced by Indian women with breast cancer undergoing treatment, a qualitative
methodology was used. In social research, the power of language is often used to clarify the
meaning, thus personal description has great importance (90). The research interview is an
important data collection strategy which is used in qualitative research. An interview is a
method of collecting data whereby the interviewer interacts with the participant and the
responses are collected verbally. This would involve a more direct interaction between the
researcher and the participant than questionnaires. There are various types of interaction
between a researcher and participant. Hence in qualitative interviews, much interest is
given to the interviewee’s point of view. Qualitative interviewing is usually flexible and it
follows the direction taken by the participant, allowing the emphasis to change based on
any new issues that emerge. This is known as an iterative approach where the data
collection continues on to analysis and back until the description of experience is
comprehensive and saturated (171). The structured interview, which is sometimes called a
standardized interview, is one of the ways of administering a survey research instrument
and involves the administration of an interview schedule by an interviewer (79). All the

interviewees are given the exact same questions thereby receiving the same interview
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stimulus. However, this was not chosen because it would not give the participants flexibility
to talk about their individual issues or have an in-depth discussion about their psychosocial
concerns. Other data collection approaches could have been used for the patient study,
such as a focus group discussion. This is a type of group interview where the
communication between research participants is important to collect data, and they are
encouraged to talk to one another: asking questions, exchanging stories and commenting on
each other's experiences and points of view (172, 173). The advantages of using focus group
methodology are that it could encourage participation from those who are reluctant to be
interviewed on their own as well as those who feel they have nothing to say could engage in
the discussion generated by other group members. To answer the research question two, |
have used both the interview and focus group data collection approaches. Interviews were
used to understand the views experienced by individual women who had undergone
treatment for breast cancer, rather than focus group discussion as some women might find
it difficult to express their psychological concerns and talk about sensitive issues and their
experiences in front of others (173). | allowed a family member to be present at the
interview (non-participatory) if specifically requested or required as a pragmatic decision; to
help the participant feel comfortable, or where this was a prerequisite for consent.
However, | used focus group discussion, as described later (see Chapter 6), when opinions

from oncologists, nurses and members of public were sought.

In-depth or unstructured interviews are one of the key methods of data collection used in
qualitative research where the researcher does not influence the scope and depth of the
participants response and allows the individual to define their world which is important for
grounded theory methodology where little is known about the subject area or problem
(174). As there is already a considerable body of literature about psychological concerns of
women with breast cancer in general, and some knowledge about the concerns of Indian
women, grounded theory approach has not been used here. For patients, | chose semi-
structured interviews as opposed to other qualitative methods as it is a commonly used
approach in qualitative studies where there is already prior knowledge of the subject and so
a grounded theory approach is not appropriate, and gives an understanding into the
thoughts and behaviours of the participants. The interview guide was developed using

open-ended questions based on the current literature and expertise of the student and
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supervisory team. This was to elicit in-depth answers about patients’ experience during
cancer diagnosis and treatment, their manner of coping and how they made sense of the

disease.

A purposive sample of patients with a wide range of specific characteristics (age, living
alone/with others, socioeconomic status, level of education, number of children, marital
status) was selected from those who were referred from the Department of Oncology, who
gave informed consent to take part in the study, to gain maximum variation in responses
and experience. The purposive characteristics aimed to result in a population with maximal
variation with regard to issues which may affect patients’ experience. Sampling methods
used in qualitative research are theoretical sampling in the context of grounded theory
which is usually developed by snowballing technique, and convenience sampling where
available participants are recruited by means of accessibility (175). Neither of these
methods were used in my interview study as it would not provide me with the wide
variation in participant characteristics, | needed to provide rich data. However, convenience
sampling was used for focus group discussion as described below. The patients were
interviewed on their own usually, but in some situations the carers wanted to stay with
them as they were very much involved in the care of the patient. In one instance the patient
was unaware of the cancer diagnosis and the carer insisted on being present. However, the
carers only provided prompts regarding treatment details if patients were not able to

provide them.

5.3 Research setting and study governance

| was involved in preparing the research protocol and presenting it to the ethics committee
along with the departmental head (CS). The informed consent and the topic guide in
regional language was modified and submitted again before approval was obtained.
Approval was obtained from the Ethics Committee and Scientific committee of Amrita
Institute of Medical Sciences and Research Center prior to recruitment and institutional
approval was gained from the hospital. (Appendix 11) As the approval was given prior to
postgraduate school registration and patient interview data collection was starting at the

point of registration (1% October 2015), the necessary approvals were confirmed to be in
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place by the supervisory team and submitted for information as part of the HYMS

submission for the focus groups (submission form included in Appendix 14)

e Patient interviews:
o Ethics Committee and Scientific committee of Amrita Institute of Medical
Sciences and Research Center (approval obtained 03/08/2015)
o Institutional permission (approval obtained 30/08/2015)
o HYMS ethics committee informed, with approval letters included as part of
focus group submission (submitted for approval 11.12/2015)
e Focus groups:
o No Indian ethical approval required

o HYMS ethics approval received (REF 15 21; 17/12/2015) (Appendix 12)

The study was performed in accordance with the 1964 Declaration of Helsinki and its later

amendments.

5.4 Interview methods

My personal contribution was in the i) concept and design of the study, ii) writing of the
protocol and topic guide, and gaining necessary governance permissions, with the support
of my Indian supervisor (Dr Chitra Venkateswaran), data collection and analysis with the
support of both supervisors, and additional mentorship from Dr Ann Hutchinson from the
Wolfson Palliative Care Research Centre with regard to the qualitative analysis, iv) writing

and interpretation of findings with support from my supervisory team.
5.4.1 Setting

The interviews were conducted in a tertiary hospital in the South Indian state of Kerala

(October 2015 to January 2016).
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5.4.2 Participants and eligibility criteria
5.4.2.1 Inclusion criteria

All adult patients with breast cancer undergoing treatment and agreed to take part in

interview who

1) Are able to give written informed consent.
2) They should be able to understand and speak Malayalam.

3) Able to take partin an interview

5.4.2.2 Exclusion

Those patients who are unable to participate in an interview due to physical or cognitive

impairment

5.4.3 Development of the interviews
5.4.3.1 Design

This qualitative study used in-depth semi-structured one-to-one interviews allowing for the
cultural context of South India. The range of experience and cultural expectations even
within the same hospital, could make it difficult for some women to express their
psychological concerns freely and talk about sensitive issues and their personal experiences

in front of others hence the interview methodology was applied.

5.4.3.2 Eligibility, invitation and consent

Eligible patients attending the Medical Oncology department of Amrita Institute of Medical
Sciences and Research centre were invited to take part by their usual clinician during a
routine appointment. From the patients with breast cancer attending the department of
Oncology for follow up, a purposive sample, aiming for approximately 20 of patients with a
range of specific characteristics (age, living alone/with others, socioeconomic status, level of
education, number of children, marital status) was selected, to gain maximum variation in

responses and experience and allow examination of convergent and divergent experience.

Interested participants were given detailed written information (see Appendix 3 Participant

information Sheets) and consent taken by the researcher (SD). Written consent to interview
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was sought after any of the participant’s questions had been answered. The consent forms
were both in English (Appendix 3) and Malayalam. (Appendix 4) Audio-recordings of all
interviews were made. Informed consent included for use of anonymized quotes for

publication purposes.

5.4.3.3 Data collection and management

| interviewed the participants in a private room without interruption at a time that was
convenient to them when they came for clinical review at Oncology. The participants were
interviewed on their own unless there was a particular reason for the carer to be in
attendance (non-participatory apart from giving factual information). A research observer
(CV) was present during the interviews, taking field notes to record any observations, for
example, about the body language of participants. A family carer could be present if

requested. Sociodemographic data were collected at the beginning of the interviews.

The interviews (duration 30 to 45 minutes) were audio-recorded, verbatim transcribed,
translated into English (SD) and back-translated (CV) to ensure fidelity to the participants’
experience. The purpose of translation to English was to publish in English, but also to allow
the non-Indian researcher (MJ) to participate in the analysis thereby helping to address
some of the potential challenges in reflexivity as SD and CV were both staff working in the
Department at the time of the data collection and both from the culture involved. MJ
however, works in UK clinical-academic environment and therefore is able to view the

service and culture — both in terms of similarities and differences - from a distance.

Interviews were conducted in Malayalam (regional language) to obtain rich, comprehensive
and uninhibited stories and used a topic guide (Appendix 5) based on research team
expertise and the literature. As my systematic review was not complete prior to data
collection, the initial topic guide was informed by the findings of my informal scoping, and
then added to as emerging findings from the systematic review became apparent. The
participants were asked broad open-ended questions about their experience of being
diagnosed with cancer, with particular emphasis on mental health, how they went through
treatment, their coping strategies, the change in their role and family expectations and faith
and spirituality as a coping mechanism. The transcripts were read and checked for accuracy,

and any new topics emerging from initial interviews were incorporated into future
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interviews. Data saturation (175) was considered adequate when no new codes were seen,

and convergent stories predominated.

To preserve confidentiality, names and contact details collected in a patient demographic
sheet were stored in a locked cabinet. The audio-recordings were stored in a password
protected laptop and were then immediately erased from the recorder used in interviews.
The recordings were permanently deleted after 5 years of data collection. All transcripts
were anonymised and given unique identifier with no personal details to identify the

patient.

NVivo 12 software, a computer-assisted qualitative data management program, was used to

code, store, and organize data.

5.4.3.4 Ethical considerations

The ethical concerns considered during the interview process includes participant burden,
gaining consent, maintaining confidentiality and management of any psychological distress
arising because of the interview. Participants were interviewed in a quiet private room
during one of their routine visit to the hospital thereby minimising their need to travel for
the interview. The interview lasted approximately one hour, and breaks were offered as
required. It was made clear that the participant could withdraw from the study or end the
interview at any point if they chose. The interview started with open questions enabling
participants to relax and then was followed by direct questions relating to their mental
health concerns and coping in response to the diagnosis of cancer. The interview ended
with a question probing their experience of the interview process. The researcher, who is a
trained palliative care physician, monitored for any psychological distress during the
interview process and was equipped to manage, if any, including referral to appropriate

clinical services, but none of the participants needed any additional help.

The consenting process was also considered important throughout the study. The primary
physician obtained verbal consent from the patient to talk with the researcher prior to being
approached by the researcher. The researcher gave the participant information leaflet in
the regional language and obtained informed written consent. The participants had

opportunity to ask questions of the researcher. The consent form asked for permission to
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use audio recording as well as use of anonymised quotes for publication purpose use of data

for future studies. No monetary reimbursements were offered to the patients or carers.
5.5 Sample size considerations

It was anticipated that 15 to 20 participants would be sufficient (176) but planned to recruit
until data saturation was indicated by no new emerging codes. Given the focussed nature of
the research question, we also anticipated that we would achieve “information power”

from this number (177).
5.6 Analysis

Qualitative analytic approaches can be roughly divided into two; those that arise from a
particular theoretical or epistemological position or a board theoretical frame work
examples of which include conversation analysis (178) interpretative phenomenological
analysis (179) and discourse analysis (180) and those that can be applied across a range of
theoretical and epistemological approaches like thematic analysis (113) which is a flexible
and useful tool which provide a rich, thorough and intricate, account of data. Thematic
analysis which is a technique for recognising, examining and recording patterns (themes)
within data was used in my research due to its flexible nature; this would enable women to
be heard directly rather than through further interpretation as their voices are less central
in healthcare decision-making in the Indian culture. The type of thematic analysis | used was
reflexive (181), to fit best with my aim of ensuring the women’s voices were heard. This
approach also helped me to study a relatively homogeneous group whilst allowing for
variation in experience within that group. Though data collection did not use a theoretical
framework, a theoretical framework of “cultural distress”(77) influenced our analysis. The
analysis was done by data familiarisation by reading and re-reading, line by- line coding of
all transcripts, discussion to describe developing patterns of commonality (themes, or
convergence), agreement of analytic themes through further discussion ensuring distinct

themes with consistent data (90).

Thematic analysis was used, moving through the stages of familiarization with the data,
identification of a thematic framework, indexing the data using the thematic framework,
arranging the data into charts, mapping and interpretation of the data (90). Though the

interview guide and initial data collection was influenced by the researchers’ general
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knowledge of the literature without use of a theoretical framework, a theoretical
framework of “cultural distress”(77) influenced the analysis. The systematic literature
review (Chapter 4) showed that Indian women with breast cancer, even in India treated by
Indians, may not receive culturally congruent care and assumptions may be made about
what culturally competent care means for an individual. | chose this because the woman’s
voice is less likely to be central in healthcare decision-making in the Indian culture. It was
felt to be crucial to enable this voice to be heard as directly as possible rather than through
further interpretation. The approach also fitted the need to find a relatively homogeneous
group whilst allowing for variation in experience within that group. Again this is consistent
with what is known of symbolic interactionism; (82) the treatment decision-making process
of women is in the context of the meaning they have for breast and hair as symbols of

femininity and their core role in their society.

Interviews and field notes were checked line-by-line for accuracy before analysis began.
English data were analysed in a step by step fashion: i) familiarisation with the data by
reading and re-reading, ii) line-by-line analysis (coding) of the observed beliefs and concerns
of each participant with development of agreed codes, iii) coding of all transcripts, iv)
discussion between SD and MJ to describe developing patterns of commonality (themes, or
convergence) v) agreement of analytic themes through further discussion between SD, CV
and MJ (182). All three researchers independently coded the initial interviews and agreed
codes through discussion, whilst allowing that new codes could be found, SD then
completed the coding of all interviews. Codes were then sorted into broader themes after
discussion with the MJ and checked to ensure that data within themes were consistent, and

that the themes were distinct from one another.

5.7 Findings

5.7.1 Study participants

The interviews took place between October 2015 and January 2016. Twenty participants
were recruited to interview; sociodemographic and clinical characteristics are described in

Table 11. Out of the 20 participants (median age 56 years; 42 to 74), 14 were accompanied

by a carer (husband) during the interview at the request of the patient and one carer
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(daughter) insisted on being present as the patient was not aware of the diagnosis. The

stage of disease at diagnosis and treatment provided are given in Figure 2 and 3. None of

the participants withdrew from the study or asked the interview to be terminated.

Table 11: Sociodemographic characteristics and Clinical characteristics of participants

Variable

Age Range of age (in years), median - (42 to 74) 56
Education Number (%)
School level 10 (50%)
Graduate level 9 (45%)

Not known 1 (5%)
Economic Status Number (%)
Middle class 19(95%)
Upper middle class 1 (5%)
Marital Status Number (%)
Married 17 (85%)
Widowed 3 (15%)
Religion Number (%)
Hindu 16 (80%)
Muslim 1(5%)
Christian 3 (15%)
Main Carer Number (%)
Husband 16 (80%)
Son 2 (10%)
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Variable

Daughter 1 (5%)
Daughter-in-law 1 (5%)
Carer lives with patient Number (%)
Yes 19 (95%)
No 1 (5%)
Patient aware of the diagnosis Number (%)
Yes 19 (95%)
No

1 (5%)
Carer aware of the diagnosis Number (%)

Yes

No

20 (100%)
0 (0%)

mIA WA

35%

-

Staging
IIIA m Not Available

“ 1B

Figure 2: Stage of disease of participants
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Treatment Modality
m Surgery+RT+CT m Surgery+RT m RT alone RT+CT m Surgery+CT

CT-Chemotherapy
RT- Raiotherapy

Figure 3: Treatment modality provided.

5.7.2 Findings from the thematic analysis

Three major themes were generated: 1) Far reaching psychological distress of patients to
disease and treatment 2) Getting on with life 3) Influence of their support system. The

major themes, subthemes and codes are described in Table 12. The complete list of quotes

from the study are given in Appendix 6

Table 12: Themes, subthemes and codes.

Major themes Sub themes Codes

Far-reaching Anxiety Anxiety, fear, uncertainty, worries about future
psychological Anxiety in relation to: Effect on function, Inability to
distress do physical activity, Change in routine habits and

Impact on sexual function.

Surprise, unexpected,

Depression Sleep issues, Loss, grief

Lack of interest
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Major themes Sub themes Codes
Loss of hope
Other Guilt, Blame, Shock, Anger, Inability to talk about

psychological

response

problems

Distress due to Physical side effects of treatment
symptoms, Alopecia, scarring, skin changes,

Lymphedema, Treatment experience, body image

Getting on with
life

Making sense of

the disease

Disease perception, understanding, knowledge by

patient

Actively seeking

information

Seeking knowledge

Utilisation of resources

Role of medical

professional

Role of medical professionals

Practical aspects

Access to care, transport
Economic, Financial

lack of resources

New way to live

normal

Rationalisation

Information Intellectualization
Pragmatism, stoicism, acceptance
Positive thinking

Maintaining normal

Practical, active, adaptation, personal life style

change

Keeping busy

New future

Responsibility for people
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Major themes

Sub themes

Codes

Action: warn others

Raising awareness

Positive thinking: Resilience
Caring for self, hobbies
Emotional resilience

Facing up to the future

Downwards comparison

Support system

Family and friends

Role of family in decision making
Relationship with husband
Family changes, role in family
Feeling of burden to family

Role of friends

Faith Prayer
Faith, spirituality, faith fatalism
Bargaining with God
Community Perception by community

Lack of empathy from professional
Social stigma

Social isolation

Invasion of privacy

Preference of female doctor
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5.7.2.1 First theme: Far-reaching psychological distress

As reported in the literature review in Chapter Four, women from our study also described a
range of emotions which included shock, disbelief, anger, guilt about the delay in diagnosis,
anxiety, depression, uncertainty, social isolation, physical inability and loss of independence
during treatment and living in fear of recurrence. Some women became moved during the
interview, reliving the days of diagnosis and found talking about it difficult, although
valuable. Worries about role changing, ‘who is going to look after me’, ‘who is going to look
after my children’ were expressed by many women. Another major concern was the
uncertainty ‘not knowing whether this is going to come again’, living in constant fear of

recurrence.

57211 Anxiety

Some women, due to their pre-existing beliefs about breast cancer and its causes, had been

convinced that they would never get the disease and were shocked at the diagnosis.

In my family in all these years there is a history of heart attack, my father’s father had
it. | was expecting that since | am a bit overweight (laughs) | would be getting that and

I never thought that | would get cancer’ (Participant 17; aged 40-50)

I have been told that people who eat non-vegetarian food or smoke or take drugs get
illness like cancer, | don’t do anything, | eat pure vegetarian food and still | got this so |

felt upset about that (Participant 10; aged 60-70)

Lack of familiarity with medical terminology by some led to delay in understanding and
accepting the diagnosis. When the terms were explained in the consultation, this added to

their shock.

I never thought it is going to be this, | was convinced that | will not get this disease,
somebody mentioned the word carcinoma and | didn’t know that it meant this, |
always thought the word was cancer, also there was a mention of malignancy in
mammogram, | didn’t know that was cancer either. So, when doctor told me the result,
I said | didn’t understand. Then he explained that it is the first stage of cancer: then |

was really shocked’ (Participant 7; aged 40-50)
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Many were worried about the impact of having cancer on the future of their children, who
were ‘too young’ at diagnosis and ‘still in school’; the younger mothers in particular

expressed distress at the risk of not being with them as they grow up.

My children were not settled, my son was studying a course in Engineering, thinking all
that (voice breaking), and younger son is studying in school. Husband has retired from

work. Thinking of all that made me sad (Participant 15; aged 50-60)

My main thoughts were, my children are still young, | have a husband, | am the one

who looks after everything in house...(Participant 14; aged 50-60)

In addition to the anxiety in relation to their children and family responsibilities, they had

many anxieties about the process and personal effects of cancer treatments.

But when chemotherapy started, | had lots of issues, | was alone in house with nobody
to help me as | am used to doing things on my own, my mind was always tensed
thinking ‘how did this happen to me, ‘oh, it has happened to me’ and | keep thinking
about other people dying. | am normally an anxious person and | worry about small
things, and | had problems with depression in past and | had got treatment for that.
That was all completely cured, now | don’t have any problems. (Participant 13; aged

60-70)

So, | was anxious and especially when chemo started and | had problems | was worried
whether | would be able to complete it till the end, there was so much difficulty, it took

nearly 10 days for me to get up and sit on the bed. (Participant 16; aged 40-50)

Fear of not coping with physical symptoms of the disease and treatment was significant, in
relation to how symptoms would affect their ability to function. Household work tended to be
the sole responsibility of women, so being physically unable to fulfil that role would add to
their distress. They feared that their symptoms would become overwhelming, forcing them

to discontinue treatment which added to their anxiety about disease recurrence.

Most of the women shared concerns about the possibility of disease recurrence; many
believing that cancer was by nature incurable and that recurrence was inevitable. In

addition to getting information from their treating doctor, they also had a range of
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information sources of varying accuracy (media, other patients etc.) available to them in the
house or while attending oncology follow-up. This anxiety added to already high levels of
vigilance about any further symptoms leading them to seek medical advice and the

reassurance of a “negative test” to help them to move forward.

| keep worrying about whether the disease will come again. | listen to doctor talking on
radio and they say it could come again; some doctors say after some time it could
come again. Here also when | see other patients, they say they had it before, and it has
come back second time. But my test is negative in arm pit so | am bit relieved’.

(Participant 11; aged 40-50)

In general women experienced a decrease in or lack of sexual desire after treatment due to
physical symptoms of fatigue in conjunction with the hormonal treatment with
accompanying reduced libido, vaginal dryness and worries about infection. A few older
women reported abstinence prior to the diagnosis due to already declining health and did

not attribute lack of sexual activity to the cancer.

I haven’t had any contact since the diagnosis, mainly because | am too tired and
fatigued to do it and my husband is accepting that. He doesn’t have any problem with

that’. (Participant 16; aged 40-50)

Despite the effect on sexual activity, most of the women reported that their relationship
with husband was not adversely affected; however, a few felt a need to satisfy their
partner’s desire despite their lack of interest. Differences in desire for sexual activity
between husband and wife could cause problems sometimes compounded by incorrect

health beliefs.

I have some problems with my bladder and have difficulties sitting down, so | can't
clean myself properly, husband is still keen on having sex, so it is a problem, also if
we don't have physical contact he might develop some prostrate problems, so | am
worried about that. | am worried that | would get some infection if | don't clean it
properly Then he does it himself. It is mainly due to my bladder problem, also | don't
have any interest in it anymore. So, this is the main problem now, husband is very
much interested in having sex and | am not. Then husband said we could use

condoms. (Participant 12; aged 60-70)
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5.7.2.1.2 Depression

Most women experienced low mood and other depressive symptoms mainly in response to
what was often seen as a terminal diagnosis. The words sad, disappointed, tearful and loss
of confidence were used to describe their emotions. A few had had psychiatric review; one

woman described how she cried throughout the mental health consultation.

So, when | saw Dr C for the first time, | did not say anything, | was crying throughout
the consultation. My husband did all the talking; | was sitting and crying there all the
time (Participant 7; aged 40-50)

One woman described how she had no desire to live longer but carried on for the sake of
family. The realisation that she was the emotional and practical lynchpin of the family added

to her distress when envisaging their family life without her.

Still, | don't know whether it is due to my age, but | don't have the desire to live longer
also. But thinking about my children and husband, if something happens to me, they
will not be able to bear it. | have enough of my life, | am fed up of life .(Participant 12;
aged 60-70)

‘Of course, when | was diagnosed with this disease- because all say this is a terrible
disease- | started thinking that | am doomed for a life time that my near and dear ones
will undergo great mental suffering, because it has always been me who stood as a
pillar that supported our family. That caused me great pain. Even now | am in that
pain’ (Participant 2; 60-70)
For many, the physical effects of the disease and treatment led to depression.

So, during chemotherapy, when | am alone in house, | become upset thinking about lot
of things and had problems with all the medications. | lost my appetite, | am not able

to go out of the house, | started losing my hair. | became more and lower in mood

(Participant 13; aged 60-70)

During chemotherapy | felt that | was suffering especially when | was so tired and lying
down, | felt, why this did happen to me. Also, at that time | didn’t feel like eating any

food, and my family will be forcing me to eat, they cook different types of food and
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give it to me. Also, | couldn’t taste any food so | couldn’t eat and felt upset (Participant

11; aged 40-50)
5.7.2.1.3 Other psychological responses to disease

Some women experienced a sense of guilt and regret at having not done what they should
have done; especially breast self-examination, consulting a doctor earlier on when they
developed symptoms or doing more frequent mammogram as indicated. These women had

higher educational qualifications and were more affluent.

No nothing has changed. (Low voice) Only now the doctor here was telling that if |
had come to this hospital two years back when | first detected swelling, | could have

been treated by oral medicines (Participant 5; aged 70-80)

If I had come earlier the chemo would have been avoided, it had become 2 cm about
1.5 to 2cm, if | had come earlier maybe if it was less than 1cm... (Participant 17; aged

40-50)

Some women responded with anger and frustration at the diagnosis, physical symptoms

during treatment, or their inability to do their routine physical activities.

So, | was getting angry frequently, | am not able to rest all the time, when they
[children] go to school | am fine and | can rest at that time’ (Participant 17; aged 40-

50)

| was also very angry initially, when | reached home after chemotherapy due the
discomfort in my body, | used to get very angry and | used to speak angrily with all my
family. | used to answer back to my family members, so my husband was angry with

me. (Participant 9; aged 50-60)

Some anger was directed at family members but originated from the frustration the women
experienced at being unable to fulfil their role as the wife and mother. This was true even for
the women in employment showing how Indian women perceive themselves as wife and
mother first, before any professional commitment. The women’s patriarchal upbringing is
likely to make it difficult for them to accept the idea that men in family could take

responsibility for housework.
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Women found it difficult to talk about their problems with their immediate family or friends
may be due to lack of opportunities, or due to fear of being judged, or because they didn’t
have anyone who would listen to them. There was a lot of stigma associated with a cancer

diagnosis and women were reluctant for this to become public knowledge.

Like I am able to talk to you also openly, but normally | don't talk to anybody, or | don't
open up easily. | don't talk to others because they don't retain what we tell them, they
interpret in their own way. They also exaggerate and speak to others like that. So, |
don't talk to others much, | was born and brought up in urban area and now | live in

rural area and it is difficult to deal with such people (Participant 14; aged 50-60)

I don’t talk about my distress to others; | feel that | have to suffer my problems. Also,
nobody asks specifically--- and | always say there is no problem, everything is ok | don’t

have any problem, | am taking treatment---. (Participant 11, aged 40-50)

Talking freely about their experience was not something which women expected or felt able
to do, some commenting during the interview that this was helpful. Participating in the

interview made few women realise their capabilities about opening up about themselves.

I am glad that | talked to you as | realise that | am able to talk about my disease and
answer the questions in detail. | didn’t realise that | would be able to talk like this. | am

glad | did it. (Participant 16; aged 40-50)
5.7.2.14 Distress due to physical side effects of treatment

Women described how side effects of chemotherapy and radiotherapy including nausea,
vomiting, and lack of appetite, fatigue and hair loss was distressing. Women tended to

respond by staying in the house which led to social isolation which aggravated the situation.

Changes in their bodies due to hair loss, loss of breast, lymph oedema, swelling of hands
due to frequent intravenous access as well as scaling of skin were major concerns. Almost all

the women interviewed were concerned about the hair loss and were affected by it.

Women in Kerala are renowned for their long, thick black hair of which they are very proud

as a symbol of beauty and femininity. Losing hair was a cause of serious distress.

I lost a lot of hair, | had long and thick hair, so | was very sad when | lost my hair, my

hair was not even grey, it was still black in spite of my age. Now it is coming back, and |
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am getting more grey hair now. All people used to comment on my long black hair but
now everything is gone. My daughter had got a wig for me, | used it a couple of times
when | went to temple, but when | used it, | felt strange, so mentally | was not

comfortable in using that. (Participant 12; aged 60-70)

Some women were ashamed of hair loss and a few thought that the hair loss would be

perceived as an indicator of disease severity by others.

‘That disease might not be a good cancer and is likely to be risky, but | only have to be
ashamed of hair loss, but in front of people they think that hair loss is an important

indicator of disease severity (laughs). (Participant 17; aged 40-50)

The facial expression of people changes and they keep staring and | become upset that
I am being singled out in front of other people. Now | am ok and my only thought is

when to remove my head scarf and walk around freely. (Participant 17; aged 40-50)

Some women found that the loss of hair affected their ability to participate in their usual

social interactions or attend religious gatherings at which it is inappropriate to cover your

head.

If it is in temple then definitely there will be questions about why | have covered my
head. Even people who know us would say “Oh you have lost all your hair”? Then we
will have to explain everything. So, | don’t go to temple but pray in the house, prayer is

the one that leads me forward. (Participant 16; aged 40-50)

Also, | did not want to go to church as there are a lot of people of our acquaintance in
church so | am the only one with hair like this, so I said | will only go to church once my
hair grows back to my church. But | go to other churches where nobody knows me.

(Participant 13; aged 60-70)

No change in faith since diagnosis but not able to go to temple now as | don’t want to
wear this head scarf and go to temple. | go to temple that are very near our house, but
not to very large and famous temples where a lot of people come daily (Participant 10;

aged 60-70)

Whilst artificial hair was helpful for some, others reported the difficulty in getting used to

artificial hair both by themselves and their family.
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I had brought a wig, but you see | have a grandchild and | was worried what will the
kids think If they see me wearing that and | wore it once, but | felt uncomfortable
wearing that in front of kids even though they didn’t say anything. So, | have not worn

it since. (Participant 18; aged 50-60)

Some clinicians failed to recognise the importance of their hair to the women affected. One
woman mentioned a particularly difficult conversation with a doctor who dismissed her

concerns.

| discussed it with doctor (not DrP) and he was saying “Oh you will lose all of it”
jokingly. He didn’t give importance to it (nervous laugh) | used to care for my hair a lot-
--- and | already had short hair —then--- | got used to it. Now | am upset that it is not
growing back and every day | keep checking to see whether it is growing back.

(Participant 18; aged 50-60)

With regards to mastectomy, women were affected differently, some women felt that the
removal of breast caused disfigurement and affect their personal image whereas others

were not bothered by mastectomy as long as the disease was cured.

No, | was not upset about that, | am not young, | am now old, | also know that there
are new methods to cover that. But | don’t need any of that, | am now old and | was

not upset by that (Participant 10; aged 60-70)

Then they said about breast reconstruction, but then | felt | am 60 years old now, so

what is the point now? So, | agreed for mastectomy. (Participant 13; aged 60-70)

Age appeared to be a factor that affected their decision making, older women did not feel
any need to have a breast reconstruction surgery, which would also have been more
expensive compared to mastectomy. A few women were bothered about the disfigurement

attached to mastectomy and were keen to be careful about appearance while sitting down.

But when we do lumpectomy alone there would be a gap and so should do flap. |
agreed to flap, as doctor explained that when mastectomy is done and later, | might
become upset or irritated on seeing my body, he said it might or might not happen.
When we look at our body in future, | should not regret the decision. In my mind |
know what happened but at least in front of others it won’t be evident. If they look at

my face they wouldn’t know about it will they? (Participant 16; aged 40-50)
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| had total mastectomy and | am a bit upset about that, especially when sitting down
there is some disfigurement, so | have to be very careful about appearance while

sitting down. (Participant 12; aged 60-70)
5.7.2.2 Second theme: Getting on with life

The second major theme was “getting on with life”. Once they overcame the initial shock of
diagnosis, women tried to make sense of the disease, by actively seeking information and
with the help of medical professionals, and their practical adaptations. Many found a new
future and a new way to live normally, but for a few of them this was not possible all the

time.

5.7.2.2.1 Making sense of the disease

The women tried to come to terms with the situation by attempting to make sense of the
disease. Most women had a good understanding of the different modalities of available
treatment and the indications for each which had been explained to them by the medical

professionals looking after them. This was important in being able to move forward.

| know about the treatment; | believe it is to prevent recurrence. Radiotherapy is done
to burn any residual tissue left behind. | did not have any problem during radiotherapy.

I did not have any concerns or worries about radiotherapy. (Participant 10; aged 60-70)

My understanding is that surgery has completely cured it and chemotherapy also
helped in the removal, if anything is left behind then radiation is to destroy the cells by

burning them. (Participant 12; aged 60-70)
5.7.2.2.2 Actively seeking information

To understand more about the disease and treatment and to be better educated, the
women took an active role to gather information by asking medical professionals, reading

books and leaflets, and watching television.

| read about things, | try to be bold and brave in the situation rather than thinking |
have a terrible disease. | gather information as much as possible, now there are lot of

printed material available which are good sources of information. | am not scared
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about reading and getting more knowledge, especially there are lot of misconceptions

among people. (Participant 14; aged 50-60)

One woman felt comforted in the knowledge that breast cancer is different from other

cancers with a better cure rate; she was able to get solace from this fact.

Prayer, studying, reading more about it, else | was in a shocked stage, but knowing
that it is different from other cancers, | hope it is true, if it is detected in primary stage
there is 98% chance of cure, the doctor also reassures me that good cure rate with

surgery at early stage and results look positive. (Participant 17; aged 40-50)
5.7.2.2.3 Practical aspect

The cancer diagnosis caused a significant financial burden to many patients as they have to
find the resources for treatment. Often it was a joint effort by immediate family members to

share the costs.

Because | was thinking that we would have to spend lot of money, then my son said,
mother you should not think like that, money is not an issue, the important thing is to

get recovered from the disease. (Participant 6; aged 50-60)

Often the participants lived far away from the treatment centre and the treatment might have

to be compromised to accommodate travel.

Initially doctor said | need 16 doses of chemotherapy and then because | had problems
in travelling and my son couldn’t take time off work and come all the time, so we

discussed it with doctor and changed it to eight. (Participant 10; aged 60-70)
5.7.2.2.4 Role of medical professional

Most women understood the cancer treatment well, having had good explanations from
their medical professionals, felt that their treating doctors were supportive, helping them to
come to terms with the diagnosis and accept the treatment. This was unexpected and
welcomed compared with the previous experience of medical care for many. The terms

used by them include ‘relief’, ‘consoling’, ‘reassured’ and ‘supportive.’

Also, the consulting doctors are a relief; Dr V and Dr B are very good at explaining
things and we can ask them anything. Some doctors we can't ask anything.

(Participant 14; aged 50-60)
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So, the doctor reassured me a lot, was very consoling, he was like a brother to me. |
had worries about this hospital;, we didn’t know much about it as we have never visited
here before. It was the first time we had come to this hospital. But after seeing the
doctor we were very satisfied with all the care and decided not to go anywhere else.

(Participant 13; aged 60-70)
5.7.2.2.5 New future: Responsibility for others

Women felt that it was their duty to warn others, to create awareness so that the disease
can be detected at early stage. Having gone through the diagnosis and all the treatment
they appreciate the stigma and ‘sorrow’ associated with the disease and wouldn’t want

another woman to go through that

| pray that nobody else would get this disease, whatever we say that we are not
upset; this disease is a great sorrow for everyone. So, whenever anybody or my
colleagues call me to talk about this and | ask them and | advise them that even
when they see any small swelling, | ask them to check it out so that nobody develops

into this disease. (Participant 16; aged 40-50)
5.7.2.2.6 New way to live normally

Few women were able to make positive adaptations in their life because of their
experiences and support provided by the treating physicians, they developed more
confidence, gathered more information about their disease and treatment and also resorted

to new hobbies, all these helped them to cope with their illness.

No, it is more hobbies like looking after my plants and vegetables, cooking my favorite
recipes, doing things around the house that I like, watch my favorite programs on TV. |
try and do things | enjoy so that | don’t become upset thinking about my disease.

(Participant 13; aged 60-70)
5.7.2.3 Theme 3 Influence of their support system

The third major theme was the “influence of their support system” strongly based on family,
friends, faith and the community which affect them positively as well as negatively. The

family, friends and faith were a positive influence, but women did not feel supported by
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community. Due to the stigma associated with the disease women did not feel up to

discussing the issues with the community nor did they get any support from it.

5.7.23.1 Family

Women felt supported by immediate family, who were taking time away from work, and
accompanied them for hospital appointments, provided financial support, stayed at home
and helped in all physical work. Some women felt that the illness strengthened family

relationships and attachment.

The support | have at home, the support from my children, | think the greatest thing
is the support | get from my children. They tell me, mother you need not do all these,
not even know all these, you just sit there in peace, all other things we will do. That |
need not worry about money and all. That kind of support my children are giving.

(Participant 6; aged 50-60)

Family was very supportive; my sister-in-law has come from Abu Dhabi to look after
me, so that she can accompany me while | go for radiotherapy. Sometimes my
husband comes with me and some days she accompanies me, someday she stays at
home to get my kids ready for college every day. Before that my husband’s sister who
is in Bahrain, came over during chemotherapy and stayed for the entire time. They all

have been very supportive. (Participant 20; aged 50-60)

However, where family members were unable to increase support due to other
commitments, tensions could arise. Some felt worried about the family especially about
their partners not coping and managing the household work in their absence and about the

future of their children.

My husband is finding it very difficult to cope, especially taking time away from work
and we try and manage between ourselves especially my son and brothers; but they
also have family and so can't spend lot of time with me. Also, my son has exams now,
so it is difficult to take time off. But when | think about my husband, | am a bit upset.
(Participant 14; aged 50-60)
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On occasion, the accepted patriarchal structure of the family caused serious concern. An
example is seen here where a woman was not involved in the decision for her to have

breast reconstruction.

I didn’t know about this decision. Once | was in the theatre, they discussed with my
husband about it, and he said to go ahead with reconstruction. But now | feel they
shouldn’t have done the reconstruction as it is causing me more discomfort as | can
feel the tissue more prominently and | feel a pull or stretch at my shoulder when | lift

my hand. (Participant 3; aged 60-70)
5.7.23.2 Faith

Faith was a major source of support for most, helping the women to cope with their illness.
As seen from the demographic data, most women in the study practiced Hinduism, with
Christianity and Islam also represented. Women described faith as a family affair, praying
together, and reading spiritual books together. Some believed God had enabled them to
have an early diagnosis due to detection of lump at initial stage and having lumpectomy as

opposed to mastectomy.

God has planned something for me, and it will happen like that. God doesn't do
anything without a plan, also if something happens to me then God will provide for my
children. | have faith in God. | go to temples, take part in religious ceremonies, so |

believe that God wouldn’t let anything bad happen to me. (Participant 14; aged 50-60)

The impact of hair loss on religious observance participation was therefore felt badly as
described above. Women spend time following rituals, but loss of hair affected this greatly,

some women avoided going to worship places especially churches and temple.

I am able to face others and speak with confidence to others and to you because of my
faith. | believe that the disease will be completely cured by treatment. | used to visit
temples but | don’t do it anymore, mainly due to my hair. Muslims can wear purdah
over head but both Christians and Hindus people will notice if we cover our head.

(Participant 16; aged 40-50)

168



However, for some women their faith was seriously challenged; believing that the cancer
was sent as a punishment from God leading to bewilderment and sense of injustice over the

diagnosis.

I do not ever think that | have cancer. There is no cancer in my body. Even now | think
this should not happen to me. We have not wronged anyone. We have only helped
others, if not by way of money, through our physical support. Even now | do not believe

that there are cancer cells in my body. (Participant 1, aged 70-80)

For others, faith acted as a barrier to accessing treatment resulting from ‘faith fatalism’
where they believe God has already decided their fate. The relatively common belief that

that cancer in particular was a disease that equated to God’s punishment also led to stigma.

| used to go to temple all the time even before | had this illness and | used to pray all
the time. But now since the diagnosis my faith seems to have decreased. | light the
lamp and pray but | don’t spend a long-time chanting prayer as | used to do. | used to
spend lots of time in prayer before the illness. For the past few days, | have been
thinking about that actually, but | don’t know the reason for my change in behaviour.

(Participant 3; aged 60-70)

For all my illness in past | have never consulted a doctor or had any treatment, and |
used to do all the jobs at home. | believe God is looking after me and curing me, |
didn't have to go to any hospital. So, | believe that it is God's grace that is looking

after me and will continue to do so. (Participant 8; aged 50-60)

Religious observance also could impact on other issues, for example, the belief that breast
self-examination should not be done during the time of visiting sacred temple denotes the

underlying belief that the examination is somehow wrong and unholy.

Then since the gynaecologist checked me, I didn't think this was going to happen, else |
would have been more cautious, | was also observing a penance as | was going to visit
a sacred temple. So, | did not do breast self-examination during that time, but my

doctor had checked me and said everything was clear. (Participant 12; aged 60-70)
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5.7.2.3.3 Community

The immediate community appeared to be adding to the distress of the women, they
preferred not to talk about disease to others for fear it would be exaggerated; women felt
particularly under scrutiny and felt harassed. The well-wishers, who visited, despite
acknowledged good intentions, worsened their apprehension by asking questions,

discussing misconceptions about the treatment making the women unable to decide.

Not really harassing, but they will ask me, “Oh, you have cancer? What happened? Are
you undergoing chemotherapy?” Even if somebody is not undergoing chemotherapy
treatment, they will say, she is. So, we get mentally disturbed. (Participant 1, aged 70-

80)

Then they began to ask questions implying that my condition was very serious and |
am bedridden and whether | needed any help. | have always been active ever since
surgery and doing all my work, so | felt upset that people are seeing me as one with a
terminal illness, so | avoided telephone calls and avoided them. (Participant 17; aged

40-50)

Most of the women had no-one other than immediate family to talk to, they clearly didn’t
have any support groups. There was also the added stigma of cancer diagnosis and the
desire of everyone to keep the diagnosis to immediate family and not let others know about

it.
5.8 Discussion

This qualitative study of twenty participants with breast cancer from a tertiary centre in
Kerala, the first of its kind from the State, gives voice to the far-reaching psychological
distresses faced by women undergoing treatment, and the experiences which helped or
hindered them through the process. Most previous Indian studies of this subject used
guantitative methods (183). Women experienced their diagnosis and treatment in the
context of a prevailing societal attitude regarding the role of women as wife, mother, and
the carer of older in-laws. Although the women in this study expressed distresses common
to women from Western culture, the distress was amplified by this core expectation. Thus, a
disease of a female organ and symbol of such womanhood, with treatments which further

affected body image, sexual function, and ability to perform care of house and relatives,
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undermined a perceived primary purpose, even in more highly educated and employed
women. However, despite the societal pressures, most women found their families and
faith a source of strength although some had unsympathetic, or less flexible home
situations. For some, faith was expressed unhelpfully, restricting access to self-care and
acceptance of cancer treatments. The almost uniform importance of faith and faith
practices also magnified the impact of some of the effects of treatment, such as loss of hair.
Erroneous health beliefs and misinformation were common playing a role in delayed
diagnosis, the psychological distress on learning of the diagnosis, and societal stigma
associated with a disease that some thought could be contagious. Compassionate and
honest information from professionals was greatly valued and helped ameliorate distress,
but the women were not always able to participate fully in clinical decision making. Support

groups were lacking, leaving those without strong family support with little help.

India does not have a population-based organised breast screening program at national
level (184), and for the few programs that are available in various hospitals have identified
barriers for women to use them including absence of symptoms, apprehensions about
screening test, pre-occupation with family problems, practical difficulties, lack of approval
from spouse, forgetfulness and being too busy (183). Nearly half of the breast cancer
patients are diagnosed at advanced stages contributing to increased mortality (185). Some
women in my study expressed their surprise at getting a cancer diagnosis, as according to
their health beliefs, convictions, and dietary habits, they were convinced that they would
not get cancer. Women often presented late for diagnosis due to being too busy to look
after their own health, poor recognition or knowledge of symptoms, false belief that a
strong family history was necessary and misdiagnosis by health providers (186). One woman
in my study, from Hindu background, described not doing breast self-examination as part of
maintaining penance while visiting temples. In another study most Catholic women
reported breast self-examination to be embarrassing suggesting influence of religious
doctrine on health beliefs (187), though in a separate study Muslim women did not feel that

breast self-examination was against their Islamic beliefs (188).

Religious coping in response to illness can be both positive, providing comfort and
reassurance and negative, with painful spiritual struggle or doubt (189). Most women in my

study depended on faith to help them come to terms with the diagnosis and to cope. This is
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in keeping with previous studies showing spiritual beliefs and practices are central to coping
(152-156) especially in ethnic minorities (28). However, some women considered their
cancer as “God’s punishment” which increased stigma and resulted in ‘faith fatalism’ which

proved as a barrier to accessing treatment, consistent with previous studies (131, 134).

Women expressed a range of psychological concerns: anxiety, depression, fear of disease
recurrence, worries about their children and worries about change in role in family. This is
similar to the distress experienced by all women where prevailing concerns include overall
health, physical concerns, cancer recurrence or metastases, psychosocial concerns about
children and burdening the family, and body image and sexual health concerns (28).
However, our findings indicate that these women experienced these concerns in the context
of a perception that their primary purpose in society was as wife, mother, home-maker and
care-giver. Even for educated employed women in our study, and in Kerala — an Indian state
viewed as affording higher status for women and known to have matrilineal descent among
Nayar Hindus (43)- the primary distress was related to their inability to perform this role
rather than loss of their employment. Traditionally Indian women have a strong
commitment to their immediate family, which includes their husband’s families, friends and
the religious community (190). Family is usually considered more important than a career
(191), and women’s wishes are expected to conform to family traditions, honour, and
welfare (192). Working women also bear the primary responsibility of child rearing (193).
Putting career ahead of family risks social censure and there is pressure to conform (194).
However, this strong sense of family commitment was the most important support system

for women.

Indian collectivist families promote interdependence rather than the ‘individualism’ of
Western societies (141, 195, 196). The women in my study described how immediate family
provided practical support like accompanying for hospital appointments, taking time away
from work to help with childcare and housework and assisting with personal care tasks such
as bathing or brushing their hair, which was difficult after surgery. Indian women grow up in
multi-generational households where the decision-making power rests with the male
household members; initially fathers, then husbands and then the adult son. Key decisions

about treatment may be made by the oldest male relative or even by the whole family, but
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excluding the person being treated (196, 197). Exclusion from decision-making, exacerbated
by language barriers, was a cause of psychological distress of Indian women in Canada (131).
A recent Indian survey showed that most patients wanted full disclosure about their cancer
even if prognosis was poor. In contrast, few of their family carers shared this information,
believing it to be harmful (142). As long ago as 1979, 83% of Indian women who underwent
mastectomy wanted more information prior to surgery (116). Although the women in our
study largely had a good experience of their doctors, many Asian clinicians still believe that
complete disclosure is undesirable and would increase patients’ distress (198). Therefore
many Indian cancer patients treated at cancer centres are unaware of the “true nature” of
their cancer diagnosis from a clinical perspective (199). In a survey of South Indian patients
attending radiotherapy only 62% were aware of their disease, of whom only 45% had been
told by their doctors (200). One of the patients in the study was unaware of the diagnosis
and the family member was present throughout the interview to ensure that she would not

be ‘accidentally’ told about the diagnosis by interviewer.

Most participants raised body image issues due to loss of hair and of breast surgery.
Alopecia has been reported as one of the most distressing and traumatic disease related
events that the patient will experience and is a constant reminder of the disease itself (201-
203). Hair loss can lead to loss of self-confidence, low self-esteem and heightened self-
consciousness (204). It is particularly difficult for Kerala women to cope with hair loss as
long hair is prized as a traditional feature of ‘Kerala-ness’ (205). A major hypothesis of
symbolic interactionism is that meaning arises out of the process of interaction between
people, resulting in probable ways of acting. Most women saw hair loss as a barrier in
accessing support including social or religious gatherings and found artificial hair to be a
poor substitute. Women were able to express how the changes in these symbols affected
their life and so using the approach of symbolic interactionism help us to gain better
understanding of the thoughts and experiences of women. However, despite this commonly
acknowledged cultural issue, some clinicians failed to recognise how deeply hair loss
affected women and were unsympathetic despite working within the same culture. Previous
work has shown dissatisfaction with the doctor in 40% patients partly due to the doctor’s

underestimation of the distress of hair loss (204).
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Women were affected differently by mastectomy; some women felt that the removal of
breast caused disfigurement and affected their personal image whereas others were less
concerned, perhaps feeling that this was most likely to effect a cure. Age appeared to be a
factor that affected their decision making consistent with a study among Guajarati speaking
Indian women living in the UK who felt that their appearance didn’t matter as long as they

are alive and healthy (206).

Most women felt that talking about their problems would be useful but did not have a “right
person” to talk to. They found study participation provided an outlet for their thoughts.
Indian women generally prefer to seek socio-culturally acceptable informal care (207)
though this was not perceived to be helpful to the women in our study. Although most of
the women had some psychological distress, few were referred to psychological services.
Those that were referred found this useful. Referral rates for psychiatric/psychological
services for cancer patients (even in institutions where such services are available) in both
India and the West appear to be equally low (183). This may be due to the increased stigma

related to mental health diagnoses and physicians’ general reluctance to refer.

Significant financial burden was experienced by some families as a result of cancer diagnosis
and subsequent healthcare; a situation previously described in another Indian state (208). In
India healthcare expenditure constitutes almost 5% of gross domestic product (GDP), out of
which public funding is only 0.9% and about 71% comes from out-of-pocket on receipt of
care (209). A study on the evaluation of economic burden of cancer on Indian households
showed that cancer-affected households as compared to with households with similar
socioeconomic and demographic characteristics but not affected by cancer, experienced
higher levels of outpatient visits and hospital admissions and increased out-of-pocket health
expenditures per member controls (210). Financial concerns have been shown to affect the
health seeking behaviour of middle class families, as well as for women without financial

autonomy and decision-making power who depend on men as providers(207).

5.9 Strengths and limitations

This is the first qualitative study among breast cancer patients from the state of Kerala and

involved twenty participants with a semi-structured interview guide allowing discussion of
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various topics and flexibility. There are limitations of all interview approaches; as
participants reconstruct the past from their memories, the results could be biased due to
the intersubjective nature of the interview, and the participants might try and answer in a
socially acceptable way or attempt to answer in a way they think the researcher would
prefer. However, despite these limitations, as the study is trying to elicit the deliberate
description of the past and reconstruction of events by the patients, the use of the interview
is justified to answer the research question about experiences the patients had during their
treatment phase. The interviews were in-depth, in their regional language, allowing detailed
answers from the participants. They were all pleased with this opportunity to voice their
experience. However, due to the diverse nature of the culture of country the data cannot be
considered representative of the South Asian population, and neither was this a purpose of
this qualitative study. However, there were many similarities to the experiences of Indian
women elsewhere, with added Kerala experiences to the picture. Most women interviewed

were from the upper middle class although some from more deprived strata were included.

The presence of a family carer in most interviews may have caused reticence of the
participant to share their concerns completely openly. However, the data show that detailed
accounts of the adverse, as well as positive, aspects of family, friends and society were freely

reported.

5.10 Clinical and research implications

Although not designed to be generalizable, these experiences resonate with the systematic
review (see Chapter 4) of Indian women in two other Indian states and Indian Canadian
migrants. There are important messages to clinicians caring for Indian women with breast
cancer anywhere in the world. Clinicians must understand the prevailing societal attitude in
which these women live; as wife, mother, the carer of older in-laws and the importance of
hair loss. Even where the woman lives in another country, these values are often still in
place. Women greatly appreciated compassionate information from professionals but were
not always able to participate in clinical decision making. A family-centred approach to care,
which includes the woman in decision-making, is needed. Clinicians need to understand and
empathise with the body image issues women face especially associated with hair loss and

proactively help to reduce the distress. There is an increasing need to refer to psychological
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support services for those who need them. The importance of motherhood and parenting
should be kept in mind for young breast cancer patients. Culturally congruent support
groups are needed. Faith is important for coping and tailored chaplaincy services should be
an integral part of clinical services and explored particularly for women refusing or with

poor adherence to cancer treatments.

5.11 Summary

This chapter described the methods and findings from the patient interviews conducted
with breast cancer patients undergoing treatment in India. | explored the psychological
concerns related to disease and treatment in relation to prevailing societal attitudes
regarding the role of women as wife, mother, and the carer of older in-laws. Hair loss
caused particular distress. Family and faith were key support systems for almost all the
women although was also causes of distress for some. Chapter 6 will discuss the methods
and findings from the focus group discussion among health care workers and members of

public.
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6 FOCUS GROUP STUDY

6.1 Introduction

Chapter Five described the methods and findings from the interviews conducted with breast
cancer patients undergoing treatment in India. The psychological concerns related to
disease and treatment were explored and analysed through the lens of cultural distress;
women described their distress in relation to the prevailing societal attitudes regarding the
role of women as wife, mother, and the carer of older in-laws. Hair loss caused particular
distress. Family and faith were key support systems for almost all the women, although also
was a cause of distress for some. In this chapter | will present the methods and findings
from the focus group study of health care workers and members of public. The primary

objective was to

1 To investigate the cultural context in which Indian women with breast cancer
experience their disease and treatment through understanding the general awareness
of healthy volunteers of the impact of breast cancer on Indian women in the

community.

2) To understand the factors which aggravate or ameliorate (including solutions to
address or prevent) the psychological concerns including those arising from their

Indian cultural context.
6.2 Rationale for methods used

In order to answer the question about the cultural context within which Indian women
living in India experience the psychological concerns in relation to breast cancer and its
treatment a focus group approach was used. Here, | am interviewing healthy volunteers
about their awareness of breast cancer in community and how they perceive any change
in the role of women with breast cancer in the community. Focus groups, as mentioned
earlier, are a form of group interview that explicitly uses group interaction as a method
to collect data from participants. Here the researcher introduces the topic and has an
interview guide but the data is generated by participants talking to each other,
exchanging stories and commenting on other’s contribution (172). Focus groups were

initially used in market research in 1920s (173) and later in 1946 Merton and Kendall
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described ‘focused interview' with groups (211, 212). They aim to explore the
subjective experiences of participants in relation to predetermined research questions
and have defined certain standards for interviewing including gaining explicit experience
of participants and their views about the topic under investigation, using a detailed
interview guide. The topic guide is developed based on the research questions and aims
and objectives, data obtained from literature review previous and the experience of the
research team. Focus group methodology helps the participants to explore and elucidate
their thoughts and ideas with each other which is not possible in one-to-one interviews,
also helps the interviewer to get answers to the series of open-ended questions in the
words of participants. Since the discussion involves interaction between participants and
moderator it collects a wealth of interactive data which distinguishes the focus group
from the one-to-one interview (213). Communication between the participants is
important because this can highlight their cultural values, while analysing the satire,
agreement, dissent and other narratives used in a group will identify shared and
culturally sensitive common knowledge making focus group particularly useful for cross
cultural research and work with ethnic minorities (172). The main focus group
discussion helps to draw upon participant’s approach, view point, experiences and
responses which are more likely to be revealed via the interaction in a social gathering,
in @ manner which is not achievable by other methods like, observation, one-to-one
interviewing, or questionnaire surveys. While individual interviews are good at gathering
personal experiences and attributes, focus groups obtain a diversity of views and
emotional processes within a group context (211). Our aim was to explore the
understanding of the community regarding breast cancer, its diagnosis, treatment and
how generally women cope with the diagnosis and this was facilitated with five focus

groups with doctors, nurses, church members in each and two groups with volunteers.

6.3 Research setting and study governance

Ethical approval was sought from Ethical and scientific committee of Amrita Institute of

Medical Sciences and Research Centre; ethical approval was given for interviews. The

Committee provides Institutional approval for the hospital focus groups, but decided that
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the community focus groups did not need approval. Subsequently a research protocol for
the whole focus group study was submitted to the Hull York Medical School Research Ethics
Committee, UK, and approval obtained prior to data collection. The study was performed in

accordance with the 1964 Declaration of Helsinki and its later amendments.

6.4 Focus group methods

My personal contribution was in the i) concept and design of the study, ii) writing of the
protocol and topic guide, iii) gaining necessary permission, iv) data collection and analysis,

and, v) writing and interpretation of findings, all with support from my supervisory team.
6.4.1 Setting

The focus groups were conducted in the South Indian State of Kerala in a single tertiary
hospital, a single Christian church, and a community palliative care unit volunteer group
(October 2015 to January 2016).

6.4.2 Participants and eligibility criteria

6.4.2.1 Inclusion criteria

1. Adults (18 and over) working in the Department of Oncology (Medical, Surgical or
Radiation Oncology) at Amrita Institute of Medical Sciences and Research Centre
(Doctors and nurses)

2. Adults (18 and over) belonging to the volunteer network attached to the Palliative
care unit in the Community.

Adults (18 and over) attending the local Christian church.

3

4. Able to give written informed consent.

5. Able to understand and speak Malayalam or English
6

Able to take part in an interview
6.4.2.2 Exclusion criteria

Unable to participate in focus group discussion due to physical or cognitive impairment
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6.4.3 Development of the focus groups.
6.4.3.1 Design

A qualitative study was conducted using thematic analysis (113) as a theoretically flexible
approach (See Chapter 3). Five focus groups (one group each of doctors, nurses, and
members of a local church's women's group and two groups of volunteers working with
palliative care patients) gave data. Doctors and nurses were selected to get in-depth
understanding of the perceptions of a health care worker with regard to breast cancer and
separate groups of doctors and nurses were chosen to allow the nurses to speak freely
given the strong clinical hierarchy in India. Experiences from lay people were obtained from
trained palliative care volunteers who are part of a neighbourhood network programme in
palliative care (214). Convenience sampling was done for all the groups. A faith group is
important because faith is such an integral influence in the state and the church group was

selected as convenience sample as it was the local church of the researcher (SD).

6.4.3.2 Eligibility, invitation and consent

Potentially eligible participants were approached from: i) Department of Oncology; doctors
and nurses, ii) Department of Palliative Medicine; community-based volunteers, and iii)

members of a local church’s women’s group.

Convenience samples among doctors and nurses working in Oncology were obtained.
Doctors were invited by SD, and nurses by the Director of Nursing. Email reminders were
sent to doctors. Those who were willing to participate were asked regarding their date and
time of convenience. Members of the church group were invited through the parish priest
through announcement during the Sunday mass. Interested participants were requested to
stay back after the morning mass. Community volunteers were invited by palliative care

staff.

Interested participants were given detailed written information (see Appendix 8 and 9
Participant Information Sheets). Both the Information Sheets and consent forms (Appendix
10 and 1) were in both English and Malayalam (regional language). Written consent to
interview was sought after any of the participant’s questions had been answered and
included consent for audio-recording, use of anonymised quotes and use of data in future

research. Consent was taken by the researcher (SD) prior to data collection.
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6.4.3.3 Data collection and management

Five semi-structured focus groups of approximately 45-60 minutes were conducted (SD,
with co-facilitator CV) using a topic guide (see Chapter 3 for detail in its development) to
explore understanding of breast cancer, experiences of patients regarding diagnosis and

treatment, and psychological impact. (Table 13)

Table 13 Focus Group Discussion Topic guide.

1) Could you please tell us more about your general understanding of breast cancer?

2) Would you like to share any experience of people diagnosed with breast cancer?

3) Could you please tell us more about your concepts of treatment experience?

4) Could you please talk about the psychological aspects of the disease and treatment?

5) Could you elaborate on your general understanding about difficulties patients could face?

6) Could you tell us more about your general ideas about role of women in family, role

reversal, body image issues?
7) How do you think communities could support women with breast cancer?

8) Any further comments?

Doctors and nurses were interviewed separately in the room adjacent to the outpatient
department and Oncology ward respectively at a convenient time for all the participants
who expressed an interest to attend. Two separate groups of palliative care volunteers were
conducted in the community on the same day to ensure maximum participation. The church
group was conducted on a Sunday, and even though both men and women were invited,
only female participants attended. The groups were selected applying the concept of
‘applicability’ thereby ensuring that participants have something to say on the topic, has a
broad knowledge of the study area and are willing to talk to the researcher (215). A research
observer (Athul Manuel) , who was a staff member working in the department of Palliative
Care, was present during the interviews in the community taking field notes to record any

observations, for example, about the body language of participants. Sociodemographic data

181




was collected prior to the interview. Clinicians’ groups were conducted in English and lay
groups in Malayalam, audio recorded and transcribed. Those in Malayalam were translated
into English (SD) and back-translated (CV). There were no study withdrawals. Translation
enabled the data to be published in English, allowed the non-Indian (MJ) researcher to
contribute to the analysis through which the potential challenges of reflexivity were
addressed (both SD and CV are from the culture involved and worked in the department at
the time of data collection). MJ, the research supervisor, who has extensive experience
working in both clinical and academic environments in the UK, provided a different
perspective to the data from a distance.

The lead researcher (SD) introduced the focus group participants, explained the purpose of
study, discussed the etiquette and options for study withdrawal, as well as summarized the
discussion at the end. The participants were asked broad open-ended questions about their
understanding of breast cancer, encouraged to share the experiences of their friends and
relatives who have been diagnosed with breast cancer with particular emphasis on

diagnosis, treatment and psychological symptoms.

To preserve confidentiality, names and contact details collected in the participant
demographic sheets were stored in a locked cabinet. The audio-recordings were stored in a
password protected laptop and were then immediately erased from the audio-recorder. The
recordings were permanently deleted after 5 years of data collection in January 2021. All
transcripts were anonymised and given unique identifiers with no personal details to

identify the participants.

NVivo 12 software, a computer-assisted qualitative data management program, was used to

code, store, and organize data.

6.4.3.4 Ethical considerations

The ethical concerns considered during the focus group discussion include gaining consent,
maintaining confidentiality and anonymity; and risk of harm that can arise to the
participants in the process. Since it is an open discussion with topics and themes emerging
during the conversation it could be difficult to always control the content of the discussion.
The efforts to address these ethical concerns were made through the introductory briefing

where the information regarding the discussion was provided with suitable level of detail
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and clarity, emphasised the ground rules regarding disclosure, reiterated the public nature
of focus group and stressed on the need for confidentiality and anonymity. Guidance on
subjects that might be unsuitable was also provided and the groups were told about the aim
of the focus group was to discuss the health problem rather than finding any solution
thereby managing the participants’ expectations. In addition, the Participant Information
Sheet was provided in the regional language and informed consent taken. The consent form
asked for permission to use audio recording as well as use of anonymised quotes for
publication purpose use of data for future studies. No monetary reimbursements were
offered to the participants or carers. The participants also had opportunity to ask questions

of the researcher before data collection started.

The moderator (SD), a trained palliative care provider, throughout the discussion ensured
that each participant had an opportunity to contribute to the discussion without being
under pressure to do so if unwilling and monitored for any psychological distress during the
process. She was equipped to manage distress, if any, including referral to appropriate
clinical services, but none of the participants needed additional help. The discussion lasted
approximately one hour, and breaks were offered as required. It was made clear that the
participant could withdraw from the study or end the interview at any point if they chose.
The interview started with open questions enabling participants to relax and then was
followed by direct questions relating to the subject with invitation to share experiences. The
moderator also stayed on the room for a while after each focus group to give individual

participants the opportunity to address any issues or concerns.

6.5 Analysis

Transcripts and field notes were anonymised and checked for accuracy. Data were
subjected to thematic analysis (113) using ‘cultural task analysis’ (94) as a lens, which
describes how cultural nuances like patriarchy and role of women in family can affect how
they experience the disease (95, 96) and make decisions with regards to treatment.
Although this theory contrasts the mindset of the West (America) and the Far East (Japan),
we found it relevant in the context of South India also. The following steps were conducted:
i) data familiarisation, ii) line-by-line coding; SD, CV and MJ independently coded a group

transcript and agreed a code-list, whilst allowing new codes to present, iii) coding of all
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transcripts (SD), iv) discussion (SD, MJ) to describe developing patterns of commonality
(themes, or convergence) and v) agreement of analytic themes through further discussion
(SD, MJ) - ensuring distinct themes with consistent data.(113) Analysis was performed

continuously; issues raised influenced subsequent group discussions.
6.6 Results

6.6.1 Study participants

Characteristics of the 45 participants are summarised in Table 14. The median age was 50
with about 77 % were female, 88% were married, 64% belonged to Christian faith.

Table 14: Sociodemographic characteristics of participants

Variable Number

Age Median age (range) in years- 50, 33-81
Sex Number

Male 10

Female 35

Number in each group

Oncologists 5
Nurses 10
Church members 16
Community volunteers 14
Education Number
High-school 13
Diploma 6
Graduate level 12
Post-graduate 7

Not known 7
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Marital Status Number
Married 40
Single or widowed 3

Not known 2
Religion Number
Hindu 11
Christian 29
Muslim 4

Other 1
Number of years of experience for clinicians Median (range)in years- 25, 9 to 35
6.6.2 Findings

Three major themes and seven subthemes were generated from the data: Psychosocial
issues related to diagnosis, psychosocial impact of cancer treatment and coping with
diagnosis. The findings are presented below each theme with illustrative quotes. The

complete list of quotes from the study is given in Appendix 14.

6.6.2.1 First theme: Psychosocial issues related to diagnosis
6.6.2.1.1 Recognition of psychological distress

All groups felt that the psychological symptoms in women can start at diagnosis or any time
during treatment. They can be triggered by various factors including treatment-related body
image changes on their sense of womanhood, fears of social stigma and thoughts of being

abandoned by their spouse.

When disease is diagnosed, instead of seeking treatment, she will decide to keep the
disease a secret, also that is a private part of my body, even my husband will reject
me, such a fear. All this is part of a social stigma, what people have imposed on
women saying a woman should be like this. The stigma in Indian culture is a major

factor in this. (Volunteer2;3 Age 40-50)
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These fears could affect behaviour and relationships, with sometimes extreme
consequences, aggravated by insufficient information or opportunity to ask questions.
Whilst some doctors acknowledged the need to address these symptoms, and that they did
not assess psychological distress systematically, most considered psychological distress

would settle with tumour-related treatment alone.

There was a lady who was behaving abnormally at home, jumped into a well. It was
a cancer in the curable stage, even then patient became like that, because of
incomplete information. Then finally she got admitted and was managed when she
became well enough to share her story she said’ don’t laugh I will tell you the reason,
| was told | will lose my hair, when the doctor said like that, | thought why should |
live with no hair, my husband liked my hair and married me. (She had a lot of hair)

(Nursel Age 50-60)

...tend to kind of prioritise and take care of the medical aspects and leave all the rest

of it thinking that it will sort out on its own. (Doctor2/Male/40-50)

If there were persistent psychological concerns, doctors felt unable to provide mental
health support due to a perceived lack of time and an apparent choice to believe it is not
their responsibility; these issues are just ‘part of their [patient’s] life’. However, some
commented that a dedicated team to provide psychological support, or trained personnel to
help them through the process of explaining the various modalities of treatment to the

patient would help them address these issues better.

they think these issues are a part of life, because most of them, they are alone, their
family goes out to work so there is no one to talk to them, family just ensures that
they are well at home when they come back but do not ask how they feel when they

are alone. (Doctor 4 /Female 40-50)

Nurses acknowledged that short consultation times did not permit doctors to go into
detailed support, but they felt doctors could improve their communication within their

current resources. For example, one extra sentence, e.g., to reassure that hair would regrow
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following chemotherapy, or to ask the nurse to arrange support from another patient, could

help the patient significantly.

...surgeon can only answer in one word, a detailed conversation is not possible there,
so when they ask, “Will | lose my hair doctor?” They say yes, they can only answer
that. But if they add one more sentence like ‘don’t worry it will come back’ it might

be more reassuring to patient. ( Nurse 1 Age 50-60)

Then she had chemotherapy, radiation, lost all her hair and then she became very
upset mentally. All these are the things they say, lot of mental stress, losing hair so
much, when they have their shower and see the hair falling like water, they can’t

bear it. (Churchl Age 60-70)
6.6.2.1.2 Delayed diagnosis

Clinicians were concerned that cancer is usually detected at an advanced stage, due to the
lack of universally accessible screening programmes. This also concerned the lay groups

who felt that such a screening system was a public health priority.

Generally, breast cancer is something which, in most, maybe western countries it is
screened and detected and screening is high but in India there is no organised

screening. (Doctor1 Male/50-60)

Now these things like mammography, just like when health workers used to collect
samples from houses for filariasis etc., in a similar manner, with the support of the
social leaders, government should make it compulsory that after 35 years, all women

should do mammogram. (Volunteer 1; 8 Age 40-50)

They had witnessed suffering due to late presentation and called for screening to be
available, irrespective of ability to pay. Women also tended to ignore or hide their health
needs because of reluctance to be examined by a male doctor and/or putting the needs of

their families above their own.

Today’s Indian woman is of the habit of living for others. She thinks my life is meant
for others. So, she will hide the disease thinking other will have to suffer for me.

(Volunteer2; 3Age 40-50)
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Initially many people hide the disease. Only after it spreads and becomes
unmanageable, it is communicated and then the situation will be beyond cure.

(Volunteer2; 1 Age 50-60)

Because of that people who lives in villages don’t know we can identify or do breast
self-examination or the treatment and its complications, they don’t know anything

about that. (Nurse 4 Age 40-50)

Stigma and false beliefs regarding cancer aetiology and diagnosis can stop women from
seeking care. Most families still practiced arranged marriages and news of cancer in a family
can seriously affect the marriage prospects of their daughters. Delayed diagnosis may also
be because the family are unable to afford the investigations or time away from work.
Sometimes they must travel miles to attend an affordable cancer hospital, taking

considerable time off work, thereby adding to their financial worries.

One of the biggest problems is stigma; many people are worried that if the news gets
out, it is going to affect my daughter’s marriage, my family in general. (Doctor

5/Male 50-60)

To avoid such treatment from expensive private hospitals, people take some effort
and struggle but go to regional cancer centres to get treatment, even if the travel is
so difficult, people tend to go like that. Because they know that expense will be too

much if they go to nearby places. (Church 5 Age 60-70)

This can sometimes affect treatment decisions as women tries to hide the news of cancer

recurrence from community by refusing treatment.

Her second breast was also diagnosed with the disease. So now though the doctor
has told her chemotherapy was enough, she is not doing it. The single reason being,
if she loses her hair again, the society will come to know of her disease again, that
problem is haunting that family, she is ready to die but not ready to give up her hair...

(Volunteer2; 3 Age 40-50)
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6.6.2.2 Theme 2: Psychosocial impact of cancer treatment
6.6.2.2.1 Experience of treatment

There were concerns regarding the lack of national standard guidelines for treatment
delivery. The doctors felt that breast conservation may not be offered assuming that
women are not bothered by how they look, or the traditional Indian dress will cover any

cosmetic disadvantage due to mastectomy.

The next thing is, of course surgery is usually the first line of treatment once the
patient is diagnosed and | don’t think that it is either breast conservation or
reconstruction is offered as often as it should be. A lot of people are reluctant to
come forward for surgery because of the fear of losing the breast. (Doctor1 Male/50-

60)

Our culture is totally different, or like somebody wearing a saree, it is not very
obvious, she does not have one breast, | think it does not make much of a difference.
(Doctor 3, Female 50-60)
However, the lay groups felt that breast removal does affect the women psychologically and
highlighted the need for counselling. They considered “long hair and breasts as the
yardsticks of womanhood”. They also mentioned the crucial role of women in the Indian
family and how there is a “disruption of the rhythm of family in all aspects.” Clinicians were
very aware of and concerned about the financial impact of cancer treatment on the families

of their patients.

Most of the women feel great mental agony when breast is removed. Before surgery,
all are given a psychological counselling now. That does some good. Some patients
do plastic surgery after the removal surgery. But only those with money can afford
that. (Volunteer 1; 8 Age 40-50)
I have known many who cannot reconcile with the removal of their breast. That is
more prevalent among younger women around 30-35 years of age, than old women.
Old women do not have that much difficulty. (Volunteer 1; 8 Age 40-50)

Treatment side effects and body image issues are a major concern. Some patients develop

lymphoedema, which the nurses felt could have been avoided/ameliorated by regular
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exercise and better post-operative care, but which would carry additional costs for the

family.

Also, if it is working women financial issues also come and job-related issues so they
will postpone the treatment till the job issues are sorted and settled.” (Doctor 5, Male

50-60)

Post operatively patient develops lymph oedema; again, this is due to lack of
information. Lymphoedema is very disabling, they are free of disease for 8-10 years

and they live with 15kg of one limb. (Nurse5 Age 60-70)

Women are considered to be in charge of the day-to-day activities of family and expected to

look after others and this role reversal adversely affects the entire family. The deep-rooted

patriarchy practised in the families prevents them from envisaging husband taking up the

role of women.

If women have an illness, it is an issue from the start because that woman would
have been the main person in the family, then there is a disruption of the rhythm in
all aspects, taking care of children, husband, so it is very difficult. (Volunteer 1; 5 Age

60-70)

So, when they become ill, the total structure of the family is affected, they can’t do
anything, so the kid’s studies will be affected, husband’s work is affected. Husband is
not able to go to work, so the income of the family is affected. So, the total structure

of the family is getting changed. (Nurse 1, Age 50-60)

In Kerala most women in house have an important role, right from getting up in the
morning, cooking, getting kids ready for school, looking after husband, some
husbands if they are lazy (laughing in background) right from getting their shirt
ironed and ready to wear, feeding them, and getting their bags ready and giving it to

them so that they can go for working. (Nurse 10, Age 60-70)

6.6.2.2.2 Experience of Medical care

The lay groups expressed mixed opinions about the empathy and communication skills of

the doctors that they have encountered. One member from the church group described

how the “doctor gets angry when asked any questions” and complaints to the hospital

management were apparently unaddressed.
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The hospital management said he is an elderly doctor, when he becomes busy with
lot of patients, he is not able to manage things and so gets angry. (Church 8 Age 40-
50)

Participants were very vocal about the financial gain of private hospitals, perceiving

this to be to the detriment of patients.

To be quite honest this is all a business to make money. Even when doctors know that
the patient is going to die soon, they still give radiation, chemotherapy do all

treatment and get money. (Church 14 Age 60-70)

They also reported lack of empathy and compassion from doctors except those working in
palliative care. The community-based volunteers worked with a public health palliative care
unit felt that the government funded hospitals had improved and were satisfied with the

care they had witnessed.

Another experience is even if patients are diagnosed with cancer the doctors don’t
behave in a compassionate manner with them. | know about an experience, if we ask
anything to doctor, he immediately loses temper and will not explain things to us. He
would say ‘The patient is 80 years old, what more do you need, how long should she
be alive? (Church 8, Age 40-50)

Compared to doctors from other specialities those working in palliative care shows
more love and compassion People working in palliative care are very caring and |
have personal experience, they have at least a bit more compassion. We need more

people like that. (Church 5, Age 60-70)

Here (public hospital) the treatment is very good. We do not have anything to
complain. All the doctors and nurses, attenders, chemo ward staff, volunteers, are
very good. | had gone to a private hospital before coming here. What | feel is, here
we have better treatment than even that. All patients get equally good treatment.
That government is doing all these things. Many people do not know. (Volunteer 1; 8

Age 40-50)
6.6.2.2.3 Solutions

Note, solutions also related to some aspects of Themes 1 and 3 but are presented here.

Solutions were suggested at several levels:
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6.6.2.2.3.1 National

Screening programmes and public health education would address public perception that
breast cancer was usually incurable and encourage women to present earlier.
Implementation of national cancer treatment guidelines would improve confidence that

management was not primarily profit driven.

...similarly, government should ensure adequate screening services for asymptomatic
people then it will be more useful in detecting the disease. (Volunteer 2; 1 Age 50-

60)
6.6.2.2.3.2 Service

Increased resources to employ other clinical disciplines trained in mental health support
such as social workers. Access to basic mental health and communication skills training for
all clinicians, and development of peer support groups/buddy systems would also be
helpful. Inter-disciplinary team working, currently rare, would address some of the
unhelpful role self-perceptions (e.g., “it’'s not my job”) perpetuating unempathetic
consultations by doctors. In addition, earlier integration of palliative care services can help
in identification of symptoms, provide psychosocial support and help in better patient
communication.

| think what’s best you could do is probably just have people to provide inputs, have

somebody who is always available on call to support, because all that they, | realize, ,

most of the time, twenty people who call, about ten or twelve of them just call for

reassurance like this is nothing wrong, this is alright, (Doctor 5, Male 50-60)

| still feel the best way to address it is to get people who have gone through it, show
them the photograph, talk to them and make them talk. ‘I have also gone through
this hair loss and my hair is grown back’. That confidence cannot come from any
amount of preaching, it has to be actually talked to with the person who has gone

through it. (Doctor 5, Male 50-60)
6.6.2.2.3.3 Individuals

Timely, frank and honest conversations with the patients and family were needed. Lack of
time was recognised as a challenge, but should not be seen as an excuse to abdicate

responsibility. The need for doctors, in particular, to have an understanding of the impact of
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treatment side-effects, and to show empathy was highlighted. For example,
acknowledgement of the distress due to hair loss, and reassurance of re-growth would be a

simple and non-time-consuming.

Will I lose my hair doctor?’ They say yes, they can only answer that. But if they add
one more sentence like ‘don’t worry it will come back’ it might be more reassuring

to patient. (Nurse 7, 40-50)
6.6.2.3 Theme 3 Coping with diagnosis and treatment
6.6.2.3.1 Response to illness

Some women adapted to their different circumstances, finding ways to continue with their

lives relatively undisturbed.

There was an author and college lecturer who used to go to college and say, | am a
cancer patient, keep an eye in newspaper for my obituary. So, the students only knew
about it when she spoke about that. Else she was not looking like a cancer patient.

(Nurse 1, 50-60)

However, others were greatly affected by the disease and treatment. They would also be
affected due to the stigma of cancer diagnosis preventing them from discussing with other

patients or affected by the side effects of treatment including fatigue.

Also, after staring chemotherapy we will really be fatigued, then we have to take rest
and the whole family needs to support them, else they the patient would be low in
mood and lose all hope. Also because of the mental strain they will continue to go
downhill. If the family are very supportive then the patient would get better quickly.
(Church 9, 70-80)

The distress caused by a cancer of such a key female organ, the distress related to breast
surgery and its impact on the spousal relationship, in the context of the role of the Indian

woman, was appreciated.

There was a patient who had breast cancer and had surgery, but her main concern
was whether her husband would abandon her. As one of her breasts is removed, she
was concern that her husband would leave her. The patient used to talk to me about

it and cry about that. (Nurse 7, 40-50)
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6.6.2.3.2 Sources of support

Family, children, motherhood were seen as a strong motivation, a means of coping and
provided something to live for and the reason to undergo treatment, with an implied

obligation to undergo treatment for the sake of the family.

it is good for her children’s sake point of view... if she becomes depressed, same thing
is going to daffect children when they grow up if they ever have to face this again.

(Doctor 1, Male, 50-60)

In general, doctors viewed Indian women as self-sacrificing and nurturing mothers who
ignore their own health while they look after the family. Faith and religion were seen as
strong sources of support by all participants irrespective of their own religion, with an
assumption that faith would make patients stronger and help them think positively, though
a thought was shared about woman refusing surgery in view of ‘organ being given by God

which cannot be cut’ similar to faith fatalism.
...automatically become more religious, pray to God more (Nurse 10, 60-70)

then socially like neighbours, people whom we interact with are all very
compassionate to cancer patients, they provide them with whatever assistance they
can. With all that these patients cope. Then they all have acceptance and they accept

it as their fate. (Nurse 3, 30-40)

However, some women feel unsupported by family when unable to carry out their expected

role due to illness and feared spousal abandonment.

Sometimes they are worried if their husbands will leave them and go away, they have
to spend a lot of money for their treatment, or they are worried about their kids and
them wasting a lot of money. “They have just started their life and they are spending

a lot of money for my treatment”. “it is better to die’. There are people who say like

that. (Nurse 4. 40-50)

This may be complicated by cultural expression, or lack of expression, of emotion. Indian
men rarely demonstrate emotions openly which may then be misinterpreted as being

unsupportive.
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Probably it is so much easier in western countries to voice out your love or concern
which is probably still a taboo in our country. | don’t think there are too many
husbands who go around saying, “No, don’t worry. I love you; | am still here.” | don’t

do it, so | don’t know how the patient’s might be doing it. (Doctor 2, Male, 40-50)

6.6.3 Congruence and dissonance between professional and lay groups

In general, professional and lay groups agreed that psychological distress was significant,
affecting treatment choices and responses to the disease. Both lay groups identified the
vicious cycle of late presentation and stigma associated with erroneous health beliefs as
being aggravated by the lack of national screening and public education programmes. (Table
15) All groups were quick to identify family and faith as strong sources of support. However,

all admitted that these could also cause significant distress.

The main differences between the professional and lay groups centred on responsibilities
and solutions. The doctors recognised the distress although, apart from some exceptions,
did not address this, denying responsibility, skills or time. Their solutions were more time
and additional trained staff. Other participants felt that the doctor did have an important
role in providing empathic communication, and nurses felt that even small changes within
resources would make a big difference to patients. Lay groups were suspicious of financial
motivation for treatment, with poor confidence that treatment provided was standard,
aggravated by poor information giving by doctors. However, clinicians were themselves

distressed at the financial burden placed on patients and their families by treatment costs.
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Table 15: Areas of agreement, disagreement, or silence between the groups

Subtheme

Doctors Nurses

Community volunteers

Church members

Recognition of
psychological

distress

Agreement

All groups recognised psychological distress, and identified similar causes

Delayed diagnosis

Agreement

All groups felt delayed diagnosis aggravated distress around diagnosis, and fed erroneous public understanding about

cancer, including surrounding stigma, which led to a vicious cycle of late presentation.

Experience of

treatment

Disagreement

Acknowledged side-effects could be distressing, and sub-optimally

managed

Concerns about financial “toxicity” of treatment

Suspicions that treatment options were driven by

hospital profit, and pharmaceutical companies

rather than patient benefit

Lack of national guidelines leading to variable

treatment

Experience of

medical care

Agreement

There was uniform agreement about the care provided by palliative care team for symptom control, empathy and

psychological support.
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Disagreement

Recognised care was disease-
focused and felt lacked skills and

time to manage mental health

Doctors communicated
poorly and could do better
especially around
expressing empathy

regarding hair loss.

Poor opinion of medical (doctor) care, particularly

about communication skills, information giving and

being open to questions

Solutions

Disagreement

More resources, health care
workers with mental health training
e.g., social workers, earlier
integration with and access to

palliative care services

Better training and time in clinic

Better communication skills
for the doctors even within
resources, although agreed
more resources and a
system which valued
person-centred care would

be helpful

Further research is needed
regarding the cause of the

cancer, e.g., dietary issues

Cancer treatment
should be free,
which may also
encourage early

presentation

Agreement

National screening programmes for all; national public education programmes; National clinical guidelines to manage
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the cancers; cancer should be a government priority

Response to illness

Agreement

All groups agreed that the distress caused by the cancer of a female organ in relation to body image and disfigurement
had profound effects on the relationship with spouse, sense of self and role. This was especially because of the

importance placed on women as wife, lover, home-maker, mother and carer of the elderly in the Indian culture.

Disagreement

Doctors felt that the impact of loss Nurses highlighted the Lay groups both felt that loss of the breast was felt
of breast etc. was less of an issue for | impact of lymphoedema as keenly as in Western cultures, if not more so, by
Indian women because of national especially, which is not Indian women, given the importance of her almost
dress hidden by national dress sole role in the family.

Sources of support Agreement

Family and faith were considered as strong sources of support by all groups.

However, all also could see that the family and faith centred society was a cause of distress in some, particularly when
faith practices were disrupted, and family expectations not met and families did not accept the women’s needs, or

where interpretations of faith fed into erroneous health beliefs and stigma.
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6.7 Discussion

When viewed through the lens of the ‘cultural task analysis’(94), the cultural nuances within
which an Indian woman experiences her breast cancer strongly affects her psychological
experience. This was particularly seen in relation to patriarchy, also visible within the clinical
teams, the role of women and family and faith. Significant distress affected how women
presented with and responded to breast cancer, accessed support and navigated family role
changes. A vicious cycle of erroneous health beliefs, late presentation and a lack of national
screening programme was identified. Family and faith were considered a major support by
all, but the impact of breast cancer on a woman’s primary role in the home was particularly
hard, adversely affecting the whole family. Therefore, although the family provided support,
it also caused distress if the woman, or those around her, felt she was unable to fulfil her
priority role, aggravated by a lack of displays of reassuring affection from male relatives. A
range of solutions were suggested, from national programmes of education and screening
to better care — especially regarding empathic clinical communication skills, and local peer
“buddy” support. Nurses and lay groups felt doctors could communicate better even within
time constraints, but doctors — good examples of care notwithstanding — were constrained
by a bio-medical focus, lack of time and other team resources, e.g., social workers,
appearing to choose to view the women'’s distress as the women’s responsibility.

Diagnostic delay and late presentation (about half of newly diagnosed breast cancers in
India(216, 217) contributes to a worse prognosis and a belief that breast cancer is incurable.
These fuels delayed presentation and diagnosis. The lack of an organised screening program
(218) was seen as a key factor in this vicious cycle in addition, the reluctance of women to
participate in screening programs implemented by government due to their responsibility
for domestic chores of extended family as well as treatment decisions being taken by other
members of family (219) Indian women, particularly older women(220), despite reporting
poorer health than men, have lower rates of healthcare utilisation, with fewer
hospitalisation and outpatient encounters (221). In spite of all advances in medical care a
large number of people still believe that cancer is infectious and attribute social stigma to
the diagnosis that they are not willing to come for screening to avoid getting a positive
diagnosis (222). Indian women living in rural and peri-urban neighbourhoods have poor

knowledge of breast cancer, with a minority practicing self-examination and none
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presenting for clinical breast examination(223). Immigrant Indian women living in the West
who are more educated and acculturated appear to engage better with the breast cancer
screening services (224, 225). National programs to increase awareness with affordable
(free to patient) screening would foster early presentation.

Treatment related body image issues have been mentioned by both groups including
distress caused by loss of breast, loss of hair and lymphoedema. The fact that “long hair and
breasts” are considered as “the yardsticks of womanhood” even by the community throws
light to the importance of symbols in the life of women. The interpretation woman
attributes to other mastectomized women can contribute to the delay in the early detection
of breast cancer (226). Stigma was highlighted by all, contributing to delayed diagnosis,
affecting how women coped with the disease, affected treatment decision and from other
work, a lack of active involvement during medical encounters or decision making (227).
Women usually have arranged marriages, and have repeated reminders of the importance
of the birth of a first child within the first year of marriage (228). These philosophies can
affect the health-seeking behaviour of women, with some refusing treatment because of
fears of infertility and stigma, with hair loss seen as a “hallmark” of cancer. Women appear
to be particularly vulnerable to social stigma, and seems to be a factor in treatment delay in
other conditions like tuberculosis (229).

The patriarchal culture influences the way women respond to illness (54). This is consistent
with reports from patients of the interview study. Incomplete information and the lack of
opportunity to ask questions, have been noted; women are usually accompanied by a ‘male
carer who did all the talking’ and remained passive during consultations (227). Exclusion
from decision-making was a cause of psychological distress of Indian women in
Canada(131), exacerbated by language barriers and 83% of Indian women who underwent
mastectomy wanted more information prior to surgery in a study done as early as 1979
(116). Our doctor participants considered that a well-informed patient coped better, but
prevailing attitudes keeping doctor at top of a hierarchy, seems difficult to change and even
suggestions from nurses (often women) similar to ones from our study regarding
communication, may neither be given nor received easily.

The collectivist family (195) was considered as a strong source of support. However,
consistent with my review and interview study, a “two-edged sword” was described

whereby some women felt ‘unsupported’ and worried particularly about ‘spousal
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abandonment’, aggravated by a cultural reluctance of Indian men to show emotion.
Similarly, faith practice is described as a major source of strength and resilience consistent
in various other cultures (28, 152). However, as with my findings from review and patient
interviews, previous work, issues in relation to faith can also be a cause of distress.

My study gives insight into the experiences in both the public and private healthcare sector;
the clinicians were employed in a private institution, volunteers were attached to a
government community team, church members had mixed experience but mainly accessed
private care. Majority of patients in the country rely on private health care as shown by a
cross-sectional study among patients randomly selected from tertiary cancer hospital in
public sector located in major cities of five states in India where one-half of patients
reported private health facilities as the first point of contact and majority of them faced
financial problems in treatment (230). Church group members raised concerns about the
influence of financial drivers for institutions, aggravated by the lack of national treatment
guidelines, and the poor quality of medical care regarding compassionate communication
and information giving. Reports of corrupt and irrational practices including referrals for
unnecessary investigations and practice of non-evidenced based treatment for commercial
gain are widely known in medical circles, but public dialogue on this is lacking in India (231,
232). Another study of clinicians’ perspectives described the medical encounter as both
‘authoritarian’ and ‘consumerist’, although power incongruities in the doctor-patient
relationship are variable and subject to change (227). However, there were pockets of good
practice in the clinicians’ data as shown from study of women with breast cancer receiving
care from the same private hospital as the clinicians in my interview. They reported mainly
good, compassionate care from their oncologists, but found this surprising, and in contrast

to previous poor medical encounters.

The need for better communication, particularly by doctors, was emphasised by all. This
appears to be both an individual and system issue, with no priority given at institutional
level to communication skills training, or inclusion of suitably skilled team members (such as
social workers). Cultural differences in communication are recognised and the paternalistic,
hierarchical communication style in South East Asia is common, but not well received by
patients (233). Poor communication is reported elsewhere, for example, in chronic non-

communicable disease management clinics (234). Communication skills training is
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recognised as necessary for clinicians but there is no structured programme, and limited
availability (235). Lack of effective communication and poor doctor-patient relationships
lead to patient and carer dissatisfaction and is associated with litigation (236), and even
violence against doctors in the country (237, 238). Consultation models (239) which cater to
disclosure of concerns, ideas and expectations by patients should be a part of ‘gathering
information’ within the communication framework and exemplify a patient-centred
approach (240). In response to a universal call for a change, the undergraduate medical
training in the country has recently been amended to a competency based curriculum with
the aim to introduce Attitude, Ethics and Communication module (AETCOM) as a
longitudinal program over the duration of the course (241), which was led by palliative care
professionals. A similar nationwide approach to post-graduate training would build on this,
but issues around professional identity culture and funding priorities at individual
institutions would need to be addressed. Of note, none of our participants mentioned
communication skills training as a solution.

Both the groups commented on the need for a dedicated team providing psychosocial
support, communicating with patients regarding disease progress and treatment modalities,
identifying and managing potential disabling symptoms like lymphedema, and overall
providing compassionate care. Early integration of palliative care is now known to improve
the health related quality of life and provide better symptom control (242) the American
society of Clinical oncology (ASCO) has released position statement and guidelines on the
early integration of Standard Oncology care and Palliative care for any patients with
metastatic malignancy or those with high symptom burden (243). Care provided by
palliative care teams was seen as good, and earlier integration of palliative care into breast
cancer care could help in improving symptom burden, providing psychosocial support and
also provide education and training for oncology staff in psychological distress identification,
assessment and basic management, as well as advanced communication skills training, in

the absence of a national post graduate programme

Religion was considered to be a support system by most of the participants. The strong
religious practices evidenced in the country from prehistoric times, closely intertwined with
cultures, caste system, family life, was felt to be a major source of strength and resilience in

keeping with other studies in various other cultures (28, 152).These different cultural
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nuances to which the Indian woman is exposed can influence her psychological processes
and decision making capacity which is evidenced through the framework of ‘cultural task

analysis’(94).
6.8 Strengths and limitations

This qualitative study from Kerala, explored the understanding of clinicians and non-
clinicians on the subject, enabling interpretation of clinicians’ views in the light of lay public
opinion. The study captured experiences of public and private health care settings, from
both upper and lower socio-economic groups. These data will not be, and are not intended
to be, representative of the whole South Asian population. However, the findings are likely
to be applicable to Indian women elsewhere, such as the experiences of accessing medical
care, and the principle need to be cognisant of the woman’s cultural context when providing
breast cancer care can be extrapolated to the rest of the country, and to migrant Indian
women who often “take their culture with them” (Chapter 4). Lay volunteers have some
clinical experience, and so will not be totally representative of lay voices with no experience.
However, this experience is firmly rooted in the community rather than hospital. The
inclusion of only one Christian church is a limitation, however, Kerala State is recognised for
its inter-faith harmony and understanding of other faith cultures. Further, the participants
were almost all women. However, this study aimed to highlight the experience of women, in
a culture where this voice is typically less prominent. Men were represented in both
professional and lay groups, but we recognise that we have fewer direct accounts of men’s
experiences. Of note, men were invited to the church group as well as women, but only
women attended. Although this may indicate that the topic is viewed as a “women’s
problem only”, the data we generated clearly indicated how this “woman’s problem”
affected the whole of family life and society. In this study the experience of breast cancer
patients was reported by individuals who did not experience the illness themselves but will
be synthesised (see Chapter 7 ) with the data from women with experience presented in

Chapter 5.

6.9 Clinical and research implications

The findings from this focus group discussion echo those of systematic literature review

(Chapter 4) and the interview study (Chapter 5). The clinicians and lay people are aware of
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the psychological distress faced by women going through a life changing diagnosis and are
calling to address them. An appeal for a screening program and public education,
particularly in rural communities, was voiced; surely a priority for this prevalent cancer.
Post-graduate communication skills training for doctors and nurses, prioritised by
institutions, facilitated by earlier and stronger links with palliative care teams, would help
address a lack of effective empathic communication, and the identification, assessment and
basic management of psychological distress. A greater emphasis and understanding of
multi-disciplinary team working, with resources to include social workers and earlier
integration and availability of palliative care is needed. Culturally tailored community
support groups and/or patient “buddy” systems can provide women with psychological and

practical help.

6.10 Summary

This chapter described the methods and findings from the focus group discussion conducted
among health care professionals and members of the public. Indian women with breast
cancer are seen by varying members of their clinical and lay communities to experience
widespread psychological impacts. These are amplified by the patriarchal context within
which they live, which extends into clinical practice. Family and faith provide a strong
support structure, and are a cause of distress, as core roles and expectations are challenged
by this disease of womanhood. Poor education, late presentation and lack of universal

screening lead to a vicious cycle of stigma aggravating distress.

In Chapter 7, | will synthesise the findings from the literature review, patient interview and

focus group studies

204



7 THESIS SUMMARY SYNTHESIS AND DISCUSSION

7.1 Introduction

The overarching aim of the thesis was to identify and gain an understanding of the
psychological concerns of women of Indian heritage with breast cancer living in India or
anywhere in the world in relation to the diagnosis and treatment, and to elaborate on the

aggravating or ameliorating factors.

Chapters four to six presented the findings from i) my systematic literature review of
the psychological concerns of women of Indian heritage in relation to breast cancer
treatment living anywhere in the world, ii) my qualitative interview study of Indian women
living in India undergoing breast cancer treatment and iii) my focus group study of health

care professionals, community volunteers and members of the public.

This chapter will bring together the findings from each study in relation to the research

guestions addressed in this thesis.
7.2 Research questions
The questions arising from the research aim were

1. What are the psychological concerns of women of Indian heritage with breast

cancer receiving treatment, in relation to the diagnosis and its treatment?

2. What are the influences which aggravate or ameliorate these psychological concerns

including those arising from their Indian cultural context?
7.3 Integration and summary synthesis of findings

The key findings from each of the questions are summarised in Table 16 and form the basis
for this discussion. In the table, | present my findings from each study in relation to the
research questions with a synthesis of the findings, and then bring together to summarise
the overall findings. Table 17 shows how | have used triangulation (244) to look for
agreement, partial agreement, silence, and dissonance between the findings from each

study. In the following text | bring together the overall findings in relation to my thesis aims.
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Table 16: Key findings from research questions

Questions

Systematic literature review

Patient interview study

Focus group discussion.

Summary

What are the
psychological
concerns of
Indian women
with breast
cancer living in
India, or
anywhere else in
the world, in
relation to breast
cancer and its

treatment?

e Indian women suffer similar
psychological concerns to
those of other cultures,
including adverse mental
health, stigma and body
image issues.

e Distress is framed by
patriarchal cultural
experiences and
expectations which both

aggravate and ameliorate.

e Indian women living in
India experienced the
similar psychological
concerns to women from
the West including
anxiety, depression, fear
of disease recurrence,
worries about their
children, worries about
change in role in family
and body image issues
due to loss of hair and
breast.

e Distress was amplified by
the core expectation
regarding the role of
women as wife, mother,

and the carer of older in-

e Professional and lay

groups agreed that
significant distress was
experienced by women
which can affect
treatment decisions
and how they
responded to having
breast cancer.

e Distress caused by the
cancer of female organ
in relation to body
image and
disfigurement had
profound effects on the
relationship with
spouse, sense of self

and role.

e Psychological symptoms
faced by Indian women are
similar for women all
around the world, and
Indian women everywhere
have particularly strong
symptoms related to with
predominantly issues
related to body image and
stigma. This is framed by
their patriarchal cultural
expectations, which may
be complicated by
erroneous health beliefs,
lack of information,
language barriers

e The disease being a cancer

of female organ affected
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laws.
For these Keralan
women, loss of hair was

a particular distress

Doctors felt that the
impact of loss of breast
was less of an issue for
Indian women because
of national dress so
didn’t opt for breast
conservation; the lay

groups disagreed

the core role of women as
daughter, daughter in law
and within society and how
they think of themselves
from an Indian culture and
relationship with spouse
and this aggravated the
distress as they felt unable

to fulfil their role.

What are the
influences which
aggravate or
ameliorate these
psychological
concerns
including those
arising from their
Indian cultural

context?

Indian migrant women not
only ‘carry their culture’ to
a host country, but face
further significant
challenges in accessing
culturally acceptable
healthcare

For Indian women (both
home and migrant), family
structure, religion and

community were major

Families and faith were
sources of strength.
Faith helped them to
come to terms with the
diagnosis and to cope.
Compassionate and
honest information from
professionals was greatly
valued and helped
ameliorate distress.

Some women had

Family and faith were
considered a major
support by all.
However, some felt that
family was a “two-
edged sword” whereby
some women felt
‘unsupported’ and
worried particularly
about ‘spousal

abandonment’, perhaps

Family and faith were
generally accepted as the
main source of support,
felt across all groups both
in home country and
abroad.

In addition, community
was also thought to be
helpful by most women.
However, there were

instances where due to
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influences

Such factors may be
supportive to women, but
may also be particular
causes of distress

Aspects of cultural
competence and cultural
congruence are relevant in
this situation, both for
“home” and “migrant”

women.

unsympathetic or less
flexible home situations
which aggravated
distress.

Some women considered
their cancer as ‘God’s
punishment’ which
increased stigma and
resulted in “faith
fatalism’ which proved as
a barrier to accessing
treatment

Hair loss was a barrier in
accessing support
including social or
religious gatherings, and
felt that artificial hair
was a poor substitute.
Some clinicians failed to

recognise how deeply

due to the cultural
reluctance of Indian
men to show emotion.
All groups felt delayed
diagnosis aggravated
distress around
diagnosis, and fed
erroneous public
understanding about
cancer, including
surrounding stigma,
which led to a vicious
cycle of late
presentation.

Doctors communicated
poorly and could
improve, especially
around expressing
empathy for hair loss.

Family and faith

unsympathetic families or
worries about spousal
abandonment, the families
aggravated their distress.
A few women also
expressed faith fatalism
which aggravated their
distress, others couldn’t
practice faith due to body
image issues which was
not helpful.

Women in India felt that
clinicians could be more
empathetic as some failed
to recognise how deeply
hair loss affected their
distress.

Delayed diagnosis due to
lack of organised screening

can aggravate the distress
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hair loss affected women
and were unsympathetic
despite working within
the same culture

Most women felt that
talking about their
problems would be
useful but did not have a

‘right person’ to talk to.

centred society was a
cause of distress in
some, particularly when
faith practices were
disrupted, and family
expectations not met
and if families did not
accept the women'’s
needs.

The lay groups felt that
it was their job to
support women with
cancer, be it through
emotional or financial
support and felt that
community should stay

together.

around diagnosis and also
affected public
understanding about
cancer. Screening should
be accompanied by public
health education to break
the vicious cycle of delayed
diagnoses and erroneous
health beliefs.

Earlier access to, and
better availability of,
palliative care services may
support oncology teams to
better identify
psychological distress, and
support/educate with
regard to communication

skills
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7.3.1 Thesis aim.

To identify and comprehend the psychological concerns of Indian women with breast cancer
living in India or anywhere in the world in relation to the diagnosis and treatment and the

factors which aggravate or ameliorate the psychological concerns.
7.3.1.1 Psychological distress in the context of a patriarchal culture

All my studies found that the psychological symptoms experienced by Indian women were
similar to women from other cultures: shock, disbelief, anger, guilt, anxiety, depression,
social isolation, fear of recurrence, worries about their children, worries about change in
role in family and body image issues due to loss of hair and breast. However, whilst the
issues are similar at first glance, Indian women seem particularly affected given the context
of the societal expectations placed on them primarily as wife and mother. Breast cancer
affects a female organ; a primary symbol of womanhood. Breast cancer treatments further
adversely affected body image, sexual attractiveness and fertility, and the ability to take
care of the house and relatives. This undermines their perceived primary purpose, even in
more educated and employed women. In many parts of India, especially the rural areas,
cultural, social and economic factors still preclude girls from getting only a basic education
preparing her only for matrimony, motherhood and caring for family (245). This is assumed
to be different in Kerala; an Indian state viewed as affording a higher status for women (43).
However, even in my Keralan studies, women’s primary distress was related to their inability
to perform the role of wife, mother, child rearing and care for family — often extended —
members, rather than any loss of employment. Keralan findings were consistent with the
traditional view of families being more important than careers (190, 191) (193); those who

do not conform and prioritise their career risk social censure (194).

Indian women usually have arranged marriages with explicit expectations and repeated
reminders of the importance of the birth of a first child within the first year of marriage
(228). These philosophies can affect the health-seeking behaviour of women, with a few
refusing treatments because of the fear of loss of fertility and stigma (all the family
daughters will now be unmarriageable), with hair loss, again, being seen as symbolic of the

cancer patient. In my interview and focus group studies, | identified a vicious cycle of
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erroneous health beliefs, late presentation due to a lack of an available-to-all national

screening programme, meaning that breast cancer was always perceived as incurable.

Concerns about alopecia were particularly apparent in the Kerala studies where women
reported that this distress was not always recognised by their oncologist. Keralan women
take pride in their long hair, which is considered by some as a traditional feature of ‘Kerala-
ness’(205). Most women in my interview study saw hair loss as a barrier in accessing
support from the community and found artificial hair to be a poor substitute. Interestingly,
in my focus groups, doctors, unlike the other groups, felt that the impact of loss of breast
was less of an issue for Indian women because of national dress and saw this as a reason
why many didn’t opt for breast conservation. Other participants considered that the low
rate of breast conservation was related to social censure for choosing an expensive and

“unnecessary” procedure.

My literature review found that migrant Indian women face additional challenges due to
language and cultural differences to the host country, effects on employment where second
incomes were important in the migrant context, social status and host integration. This, in
turn, affects their adaptation, acculturation and causes intergenerational conflict. Exclusion
from joint decision-making due to language barriers can be a problem (134); women may
find it more challenging than male immigrants to learn a new language (246). Mental health
appeared better in migrants who perceive themselves to be accepted by the host country,

and if the host country understood their culture and language (247).
7.3.1.2 The impact of family

All studies agreed that the family was both an important positive and negative factor for all
women. The review showed that in addition, for migrant families, a lack of extended family
or wider community system adversely affected how migrant Indian women coped with
cancer (137). The patriarchal structure of family unit carried over to the migrant country
which had a strong influence in decision making and sometimes can aggravate the distress
felt by migrant women when they felt excluded from the process (131). A number of
barriers impair the role of migrant women in treatment decision-making which included
language difficulties, poor health literacy, the complexity of healthcare systems, degree of

acculturation, cultural expectations of the doctor’s role and the role of the family (248-250).
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Immediate family was generally supportive, managed to take time off work to accompany
during hospital appointments, assist in day-to-day chores and provide financial support.
However, where family members were unable to increase support due to other
commitments, tensions could arise. Some felt worried about their partners not coping and

managing the household work in their absence and about the future of their children.

Even for Indian women in India, the response of family and community was not always seen
to be culturally congruent for individual women concerned, preferring societal expectations
over personal experience. Open displays of affection from male relatives were unusual in
this culture which thereby increased worries about ‘spousal abandonment.” The impact of
breast cancer on a woman’s primary role in the home was seen by lay groups as particularly
hard, adversely affecting the whole family. Therefore, although the family provided support,
it also was a cause of distress if the woman, or those around her, did not feel she was able

to fulfil her priority role.

7.3.1.3 The impact of faith/religion

All my studies agreed that faith was as a strong source of support to ameliorate distress
and many women drew positively on their faith as a coping mechanism and source of
spiritual support, spiritual beliefs and practices are reported as central to coping (152, 156)
especially in ethnic minorities (28). Most women in the study depended on faith to help
them come to terms with the diagnosis and to cope. Religion can provide positive and
negative support to those with illness either as reassurance or as spiritual struggle (189).
This view as a source of strength and resilience is consistent in various other cultures (28,
152). The strong religious practice is closely intertwined with cultures, caste system and
family life in the country from prehistoric times. Significantly, alopecia prevented some
women from attending social or religious gatherings cutting them off from a valuable means

of support.

However, again, all studies described challenges e.g., how ‘passive fatalism’ (131, 134)
could adversely treatment adherence. Some women interviewed considered their cancer as
“God’s punishment” reflecting society stigma and led to — in a few - in ‘faith fatalism’ which

proved as a barrier to accessing treatment, consistent with previous studies (131, 134).
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7.3.1.4 The impact of health services and the community

Women were greatly helped by empathic and honest information from professionals;
effective communication from health care professionals is known to alleviate distress (251).
The women interviewed felt that their oncologists in general provided good support,
surprisingly so for some who compared their experiences favourably with previous
encounters with doctors. However, the lack of empathy by some clinicians, in spite of
working in the same culture, about loss of hair and breast aggravated the distress — the
doctors should have understood, but did not. This is similar to the findings from a study
which assessed and compared perceptions about the impact of cancer and chemotherapy
among health-care providers and patients, which found that patients gave highest impact
score for hair loss but was greatly underestimated by physicians (252). The literature review
and focus groups included comments — particularly from the lay public and nurses — that the
communication skills of doctors were suboptimal and added to the distress. Doctors, in
general, saw the distress but felt addressing this was beyond their training and resources —
in contrast the nurses felt that even the addition of a short sentence of acknowledgement
would be very effective in helping the women. Interestingly, no group identified the need
for communications skills training for doctors; instead, solutions provided by the doctors

were for additional members of staff to cover this shortfall.

Most women felt that talking about their problems would be useful but did not have a “right
person” to talk too. They commented that study participation provided a welcome outlet
for their thoughts. Previous studies have indicated Indian women generally prefer to seek
socio-culturally acceptable informal care (207). The lay participants were vocal about the
need to support these women as a community with both psychological and financial means.
However, the women in our interview study found that the immediate community
aggravated their distress and were not keen to discuss their problems with them due to
stigma. Although most women had some psychological distress, few were referred to
psychological service and those that were, found this useful. Referral rates for
psychiatric/psychological services for cancer patients (even in institutions where such

services are available) in both India and the West appear to be equally low (183).

Diagnostic delay and late presentation in around half of newly diagnosed breast cancers in

India (216, 217) contributed to a worse prognosis, and a general belief that breast cancer is
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incurable, in turn, fed into delayed presentation and diagnosis. The lack of an organised
screening and educational program (218) was seen as a key factor in this vicious cycle. It has
been seen that Indian women, particularly older women, are less likely to seek appropriate
and early care for disease (220). Even though they report poorer health than men, they have
lower rates of healthcare utilisation, with significantly lower rates of hospitalisation and
outpatient encounters (221). Additionally Indian women living in rural and peri-urban
neighbourhoods are reported to have poor knowledge of breast cancer, with only a minority
practicing self-examination and none presenting for clinical breast examination (223).
Immigrant Indian women living in the West who are more educated and acculturated
appear to engage more with the breast cancer screening services (224, 225). National
programs to increase awareness and financially viable screening program targeting people
in low socioeconomic groups would contribute to a cultural shift in the knowledge and

attitude of women and enable early presentation.
7.4 Psychological distress and the role of palliative care

The easing of suffering or distress is an essential purpose of palliative care. The overall
burden of cancer diagnosis and treatment is referred to as distress, which is defined by the
National Comprehensive Cancer Network (NCCN) as, “Distress is a multifactorial unpleasant
emotional experience of a psychological (cognitive, behavioural, emotional), social and/or
spiritual nature that may interfere with the ability to cope effectively with cancer, its
symptoms and its physical treatment” (253).Identification of psychological suffering and
distress in a timely manner during treatment is important to enable the physician to offer
the help and support to alleviate the patient’s suffering and prevents non-compliance with
treatment. A survey conducted among Canadian oncologists and specialist nurses in
Oncology showed both groups being aware of the common occurrence of psychosocial
problems in women with breast cancer; however, physicians were less likely than nurses to
offer these women psychosocial support before problems were identified (254). A palliative
care approach includes assessment and management of psychological as well as physical
symptoms, and can be incorporated into care from diagnosis. It is therefore important that
the patient’s experience is understood, psychological concerns identified and appropriate

support provided.

7.5 Summary triangulation of the literature review, interview, and focus group data
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My triangulation looking at areas of agreement, partial agreement, dissonance and silence
to compare my findings in the systematic review, interview study and focus groups is shown

in Tables 17.

All studies agreed that although breast cancer affected women psychologically in similar
ways to women all over the world, this distress is significantly framed by patriarchal cultural
expectations which are a part of the day-to-day life of the women since birth. The major
psychological distresses including cancer-related stigma (affecting the whole family), body
image issues, worries about role loss, which may be complicated by erroneous health beliefs
about the transmissibility and inevitable incurable nature of breast cancer, and financial
stress. Women particularly suffered from their perceived inability to fulfil their culturally
expected role of a daughter-in-law, wife and mother because of their cancer of a female
organ and treatment-effects (e.g., alopecia, mastectomy, infertility, vaginal dryness) which

symbolised loss of their primary purpose.

The major support for the women was perceived to be family and faith. However, these
support systems can themselves prove as a source of distress in instances where
motherhood became a ‘two-edged sword’ and women worried about spousal
abandonment, the patriarchal nature interfering with decision-making and faith fatalism
aggravating distress. Hair loss as a major stressor is not addressed appropriately or

adequately by clinical team.

In my studies, there was dissonance about the experience of medical care and community
support. Some women reported supportive clinical care while others had their distress
aggravated due to poor communication and a lack of patient-centred and involved care. Lay
groups had mixed experiences of medical care, but often poor. Whereas the lay groups
highlighted the importance of community support, the women themselves were

ambivalent, saying that the community could be judgemental and aggravate stigma.

Only the two primary studies provided suggested solutions to the problems identified; the

review of existing literature being silent on the topic. In particular, late diagnosis, lack of
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Table 17: Factors which ameliorate and aggravate distress

Factors which ameliorate

Systematic Literature

Interview study

Focus groups

distress review
Agreement Family Immediate family Family, children and woman
Faith supportive hood as a strong motivation

Faith was a major support

system

Faith and religion a major

support system

Partial agreement

Sharing experience with

others helped

Talking about problems

helped

Dissonance

Experience of medical care:
unable to get information

due to language barriers

Felt not supported by health

care professionals

Community greatly

supported the migrants

Most women understood
the cancer treatment well,
having had good
explanations from their

medical professionals

Actively gathered

information

Community not supportive

due to stigma, women felt

Recognised care was
disease-focused and felt
lacked skills and time to

manage mental health.

Doctors communicated
poorly and could do better
especially around
expressing empathy

regarding hair loss.
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under scrutiny and

harassed.

The lay groups felt that it
was their job to support
women with cancer, be it
through emotional or
financial support and felt
that community should stay

together

Silence

No response on solutions Solutions: Warn other
women, create awareness

for early detection.

Practical changes in life,

new hobbies

Solutions: screening
programs, improve
resources, communication

skills
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Factors which aggravate

distress

Agreement

Poor knowledge about the

nature of cancer
Family
Body image: hair loss

Loss of role as a mother and
wife can lead to non-

compliance

Financial impact on

migrants

Hair loss as a barrier in
accessing support including

religious support

Hair loss causing body

image issues

Inability to perform the role

of wife and mother

Side effects of cancer

treatment

Patriarchal nature of family
excluded from decision

making

Financial impact on family

members

Treatment-related body
image changes on their

sense of womanhood

Fears of social stigma and
being abandoned by their

spouse.

Concerns about financial

“toxicity” of treatment
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Partial agreement

Exclusion from decision

making

Community expectation of

fertility

Faith: passive fatalism

Faith fatalism, punishment

from God

Exclusion from decision
making due to patriarchal

culture

Dissonance

Experience of medical care:
lack of communication,
compounded by poor
education, language

barriers

Breast conservation was
associated with greater

stigma due to social scrutiny

Mastectomy can worsen
body image concerns as

opposed to conservation.

Mastectomy can worsen

psychological symptoms

Silence

Delayed diagnosis was not

mentioned in the review

Lack of information:

language barriers

Stigma: fears that cancer is

Delayed diagnosis due to
not performing self-breast

examination

Treatment and diagnosis

had an effect on sexual life

Delayed diagnosis due to
lack of screening program,
self-sacrifice, poor
knowledge about breast

cancer from women of rural
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transmissible led to social areas

isolation Lack of time from doctors to
Lack of extended family in provide psychological
migrants aggravated support

distress Effect on sexual life not
Treatment and diagnosis discussed

had an effect on sexual life
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public understanding of cancer and subsequent fear of recurrence was highlighted by the
lay focus groups. They suggested this would be address by organised screening programs
free to all. Unsurprisingly, only the review highlighted the additional issues faced by migrant
women. Also — only the studies which included the women’s voices made any mention of

the adverse impact on sexual satisfaction.

Of note, no participant suggested communication skills training for clinicians as a solution to

distress caused by lack of empathy.
7.6 Strengths

The systematic literature review looked specifically for studies of Indian women identified
the gap in literature especially regarding qualitative data from Indian subcontinent. The
robust search identified papers published from India unavailable elsewhere. A critical
interpretive synthesis approach was used to for the mixed-method synthesis of the
gualitative and quantitative papers thereby producing new and more. The questionnaires
used in the observational studies in the systematic review had been validated in India and
few were translated and validated in regional languages. Qualitative research has an
important role in both forming new theory and modifying existing theory. Although my aim
was not to form new theory (using established theory), my research could develop theory

depending on finding applicable knowledge.

The qualitative interview study and focus groups were able to provide an in-depth
understanding about the psychological symptoms of Indian women with breast cancer from
the perspectives of patients, clinicians and laypersons. | was able to capture the experiences
of those from both public and private health care settings, thereby giving voice to women
from both upper and lower socio-economic groups, and to interpret the views of clinicians
in the light of lay public opinion. Both the qualitative studies were first of its kind from the
state of Kerala in South India. Although | did not aim to develop new theory, | was able to

use existing theory to inform my analysis, and show its relevance in my study population.

The quality of the observational studies identified from the literature review, especially the
work done in India, was poor in many aspects highlighting the need to build capacity for

high quality research in this field. The overarching use of symbolic interactionism, and
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various frameworks including cultural distress (77) and cultural task analysis (94) used for
interpretation of data enabled us to understand how the distress experienced by women
are closely related to culture (and arising from cultural incongruence even in India), affects
their behaviours and responses and that this culture travels with the women to the country
of migration. This is important to understand given the great size of the Indian diaspora in

the world.
7.7 Limitations

As my data collection was done in India during my out of program from training year, | had
to complete the data collection before my return back to the UK, | was not able to conduct a
sequential thesis with each study fully informing the subsequent studies. The SLR was not
therefore complete when my interview data collection started and thus the earlier data
collection was not informed by a full understanding of the gap in literature. However, | did
already have an impression, from my initial reading, that there were a few qualitative
papers. This was confirmed when my SLR was completed. My SLR was complete in time to
inform the analysis of both interviews and focus groups. Although | was not able to
complete my interview data analysis prior to conducting my focus groups, | had completed
the data collection, and, due to familiarity with the interviews, was aware of key issues that

informed my focus group topic guide.

The systematic review will be limited by the known challenge of finding all relevant
publications; there may be key papers that were not included. The main limitations of the
included papers related to i) the poor methodological quality of the observational studies -
although the measures used for depression, anxiety and stress were validated in an Indian

population and ii) the small number of qualitative papers.

| designed the patient interview study after attending a basic qualitative methodology
course in India along with the help of local mentor (CV). | could have further benefitted with
training and mentorship in the UK at that time, which were provided once | had registered

as a post-graduate student at HYMS.

My decision to interview some participants with a family caregiver present was pragmatic.

Although in most instances it was helpful (relaxing the patient, useful prompts from the
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family member) it also risked potential problems (restricting the participant in what they
felt they could say in front of a family member; the family member restricting what the
interviewer could say). However, overall, it facilitated rather than hindered, participation,
and despite concerns that participants may have felt constrained, detailed accounts of the

adverse, as well as positive, aspects of family, friends and society were freely reported

The results of the interview study might be influenced by my personal bias and assumptions
as | am from the same culture as the women in study but this was minimised by discussion
of the findings with the supervisor based in UK and from a different culture, who helped in
analysis. In a few of the interviews, the carer was present in non-participatory role which
could nevertheless have prevented the participant from discussing her concerns in full. Due
to the diverse nature of the culture of the country the data from a single state cannot be

generalised to the South Asian population, but much is applicable.

Most women interviewed were from upper middle-class families attending private hospital;
however, the focus groups were able to give the perspective from volunteers working in the
public sector. Concerns about loss of career and second income of family were not
mentioned by women in the study, though this is different in women living other states
which were volunteered to me in response to the published paper. Interviewing a church
group gave a disproportionate representation for the Christian community although voices

from people of other faiths were included.
7.8 Clinical and research implications

These are important messages to clinicians caring for Indian women with breast cancer
anywhere in the world. Clinicians must be aware of the range of issues contributing to the
significant psychological distress experienced by Indian women with breast cancer. They
should be trained in the assessment, and management of common psychiatric disorders in
patients with cancer using clinical practice guidelines developed by the Indian psychiatric
society (255) as well as NICE guidelines (256). The issues should be understood in the
context of their prevailing societal attitude of women as wife, mother, and the carer of
older in-laws. The importance of hair loss and risk to fertility should be particularly
recognised and acknowledged. Even where the woman lives in another country, these

values are often still in place. Migrant Indian women carried additional stigma to their
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western counterparts, and thus careful discussions are needed with individuals regarding

treatment choices and accessing support, including access to wigs from their own hair.

Cultural issues relating to individuals, families and communities both helped and
contributed to depression and anxiety. Therefore, the culturally competent clinician will
assess the patient as an individual — whether in the West or in India (e.g., the Indian
physicians — unlike the lay groups — failed to recognise the impact of loss of a breast). Unless
this is done, the risk of cultural incongruence will remain with serious psychological
consequences for the patient. The NICE guidelines recommends identifying and addressing
the needs of groups who may have difficulty in accessing or face stigma while using mental
health services including people from black, Asian and ethnic minority communities.
Through the mental health gap action program (mhGAP), WHO aims to increase the
coverage of key mental health interventions in low and middle income countries which has

a large proportion of global mental health burden (257).

Even in India, the clinician must not assume that they know all the culturally relevant
influences and must also allow for differences in the regional language spoken, especially in
tertiary hospital settings. Cultural congruence involves efficient collaboration between
health care provider and patient, cultural competence is a quality that is thought to be
progressing constantly. However the care offered might not be perceived by patients and
families as adequate as they bring their own values, perceptions and expectations to each

health care encounters (258).

There is also an issue regarding culturally acceptable behaviour and culturally appropriate

IH

behaviour. For example, it appeared “normal” that doctors were paternalistic and didactic
in their practice with little expectation that patients would express their concerns and
preferences, or that these would be considered (culturally acceptable, but not appropriate).
Another example is that although it may not be surprising to my participants that a clinical
decision would be taken with male family members only, this approach was recognised as

aggravating women’s distress.

Early support through the impact of diagnosis and treatment decisions and side-effects,
with access to appropriate language is important - especially so for immigrants or those

accessing healthcare out of Indian region/state. There is an urgent need for screening and
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early cancer detection services as well as education to overcome the stigma and erroneous

health beliefs, so women present earlier.

Women greatly appreciated compassionate information from professionals but were not
always able to participate in clinical decision-making. A family-centred approach to care,
but one which includes the woman in decision-making will help overcome barriers women
face in India and elsewhere. The importance of motherhood and parenting should be kept in
mind for young breast cancer patients. Culturally congruent support groups are needed.
Religion and spirituality are important for coping and chaplaincy services tailored to the
needs of women should be an integral part of clinical services particularly for women
refusing or with poor adherence to cancer treatments. Clearly important for Indian women,
culturally competent and congruent care is important for all people, regardless of their

culture or heritage.

Future research should also focus upon the specific concerns of women from other cultural

backgrounds, with particular attention paid to the distinct needs of migrant communities.

In addition, my thesis is only a first step in understanding the psychological concerns of
Indian women with breast cancer. Further research is needed to extend study into women
living with advanced breast cancer, no longer having any treatment, or those now in
remission. They are likely to have overlapping concerns, but also others which relate to their

disease status.
7.9 Overall summary of thesis

The overall aim of this research was to understand more about the psychological symptoms
faced by Indian women with breast cancer during treatment and to identify the aggravating

and relieving factors of the same.

| found that psychological distresses were common, and similar to women living in the west,
but were experienced within, and aggravated by, a common culture of Indian women where
symbols of femininity are heavily imbued with societal role expectations. Family structure,
religion and community appear to both protect against and cause distress in relation to an

expected core role and male dominance particularly in decision-making. Stigma aggravated
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by erroneous health beliefs about the transmissibility of cancer, and the vicious cycle of late

presentation limited the support that the womens’ close communities could provide.

The psychological impact was predominantly in relation to body image issues related to loss
of breast and hair experienced within their core role of wife, mother and family caregiver.
Even within India, women might not receive culturally congruent care, and this, often
accompanied by poor communication aggravated distress. Distress was magnified by
financial concerns particularly in immigrant communities where a second wage was often
crucial, and in India where payment for treatment may tip the family into poverty. The
patriarchy often extended into models of healthcare with most doctors being men working
within a predominantly biomedical model where poor communication and lack of empathy
aggravated distress. The theoretical perspective of symbolic interactionism (52) was
pertinent in showing how the loss of symbols of femininity including breast and hair
affected the life of women and allowed a better understanding of their thoughts and

experiences.
7.10 A COVID-19 post-script

The data collection of the theses was from the period 2015 to 2016. In December 2019
there was the first reported case of coronavirus disease 2019 (COVID-19), caused by the
novel severe acute respiratory syndrome coronavirus (SARS-CoV-2), and which was
declared a pandemic by World Health organisation in March 2020 (259). Subsequently it
was clear that several areas of healthcare including infant and maternal health,
immunisation, and non-communicable diseases was severely affected by the pandemic
(260, 261). India had its first positive case of COVID-19 reported from the State of Kerala on
January 30" 2021 (262). Nation-wide lockdown was instituted by the Government of India
in response to the pandemic which affected the travel between the states as well as travel
to cancer treatment centres. In addition, some cancer centres were partially or completely
transformed to COVID-19 treatment facilities. Data from a cohort study conducted among
41 cancer centres in India showed a considerable impact on the cancer services with either
complete cessation of cancer screening services or functioning at less than 25% of usual

capacity at more than 70% of centres (263). This will have a substantial impact on the
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cancer stage at presentation and outcomes especially in areas where screening services are

minimal.
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8 APPENDICES

8.1 Appendix 1 List of excluded studies
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Not Indian
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(2016) (280) (281)

Fiszer etal (2014) Review Sharma etal Conference abstract
(282) (2014)(283)

Fu etal (2017)(284) | Not Indian Yoo etal Review
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(2014)(30)

Jeffe etal (2004) (285)

Not Indian
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8.2 Appendix 2 Table showing the themes, subthemes, codes and quotes of systematic literature review

Themes Subthemes Codes Quotes

Cultural Impact of Support from My entire family was shocked when | was diagnosed with breast cancer. We were all
context of | family family, extremely worried and in complete disbelief because we never considered that this would
disease Motherhood, happen to our family. We had difficulty getting the health care we needed from some
experience lack of support doctors, but the family made sure | received the treatments necessary to beat cancer. My
and its from family, treatments were never-ending and caused a great deal of pain and suffering for the entire
impact on concern for family. Although we all got through, I still feel down at times. (Patient,Canada)(133)
women family, reaction

of family, role of
family in

decision making

So when you see other people got married after your marriage ... and they have two kids ...

three kids, then you feel really bad [sniff]. (Patient, Canada)(134)

My son came crying. | was doing dishes. He hugged me and said, “Mummy, you have such
a big problem, and you didn’t even tell us?” It is not a big thing, | told him, and it is just a

disease. (Patient, Canada)(134)

The women constructed heroic stories of family members quitting their jobs to accompany
them to appointments and treatments, taking over their household duties, and providing

physical care. (Researcher,Canada)(133)
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You know in our culture after the wedding we do need a child soon. (Patient,Canada)(134)

I have my whole family here, but they don’t talk to me because of my love marriage. It’s
been almost 5—6 years now but we don’t have a child yet because of my treatment. But my
husband is really supportive, but | sometimes | feel bad, and | cry when | am sitting alone,

because | didn’t get a baby yet, right? (Patient, Canada)(134)

Renu (52 years old, in Canada 27 years) described how her 15-year-old daughter did not

talk or eat after finding out about her breast cancer diagnosis. (Patient,(Canada)(133)

The women explained that family members took
their illnesses “hard.” They cried and worried, and sometimes did not go to school or work
because of their concern. One woman, Ranjit, also indicated that her husband checked her

pulse at night to see if she was still alive (Researcher,Canada)(133)

Using a common Punjabi metaphor, another woman described how her breast cancer had

aged her husband, turning his hair grey. (Researcher,Canada)(133)
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For one survivor, the bald head and the use of a scarf were particularly difficult for her
young child: “The shock was with my younger one because she couldn’t see me that way
and when | used to expose my head in front of her, | always had a dupatta (scarf) on my

head while | was at home.” (Patient,India)(132)

My daughter when | was having my chemo would sit with me and after she used to give me
medication [every] four, four hours at night. She would sleep with me. Until the
medications were finished she would stay with me, then she would go home after 3 days.
After that my daughter-in-law’s mother used to come to me, she stayed with me the first
week when | was very sick. | have a lot of family support. (Patient,Canada)(133)

Would their daughters be eligible for marriage to good suitors? Breast cancer in the mother
might mean that a daughter could have breast cancer as well, making matrimony with the

daughter a higher risk for the future husband’s family(Researcher, Canada)(134)

When | was diagnosed with breast cancer | was frightened, but my family helped me realize
that breast cancer was just like any other disease that could be treated. Now that my
treatments are over and | am as healthy as | can be, | try not to think about breast cancer.
It was just another health problem among other health problems that | deal with.

(Patient,Canada)(133)
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Some women explained that the cancer diagnosis had to be kept secret from most of the
family and community so as to keep the daughters from being marred as unmarriageable —
a situation that became burdensome and non-supportive for these particular families as a

whole. (Researcher, Canada)(134)

She rationalized that breast cancer was “an ugly disease” and hinted that her family
standing in the community could be negatively influenced if her diagnosis was made public.

(Researcher,Canada)(133)

In one instance, a woman recalled how her family refused to let her “think about things”
related to breast cancer or “feel sorry” for herself, and pushed her to stay active.

(Researcher,Canada)(133)

They framed family members’ involvement in discussions and decision-making about their
treatments as common place, and emphasized the importance of the presence of family
members as well as their practical, emotional, and physical support throughout their

experiences. (Researcher,Canada)(133)
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Most of the participants described receiving loving care and extensive practical assistance
from family. Participants described relatives moving into the home and caring for the
participant and her children, accompanying her around the clock at the hospital, being
sympathetic and positive. Husbands too, overall, were described as being emotionally
supportive and helpful for household but not childcare tasks. Female relatives, particularly
daughters and sisters-in-law, were described as providing assistance and practical support.

Sons were not mentioned as providing support. (Researcher, Canada)(131)

You’re not always able to speak to family. No matter how close you are to the family,
you’re not always able to speak to them.... The intimacy ... you know ... the very private

parts such as those between you and your husband. (Patient,Canada)(134)

My in-laws were surprised that | was telling everybody about my disease | told them it was
not for my advertisement, but for the sake of collecting information, by talking with people

(Patient Canada)(131)

In one situation, family members also pushed the woman to keep hidden any signs of her

cancer.(Researcher, Canada)(133)
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Following the loss of her hair because of chemotherapy, Narinder (53 years old, in Canada
11 years), who lived with her husband and four grown children, recalled hiding herself and
her children to avoid having to answer the door when visitors stopped

by.(Researcher,Canada)(133)

Participants described hearing graphically vivid stories of pain and suffering from relatives,

about others who had died (Researcher, Canada)(131)

I only told my daughters. | hadn’t told anyone, because, as it is, you are depressed that you
have this disease. Second, when they say, “Oh! She has this disease, and she is a mother
with daughters, what will happen now?... Then your mind gets more depressed. Most of my

relatives still don’t know that | had breast cancer.(Patient,Canada)(134)

In all age groups, most women realized that they had the support of their spouses while
going through cancer diagnosis and treatment—especially when some participants did not

feel like having sex, but wanted intimacy in other ways.(Researcher, Canada)(134)

Most participants were uncomfortable in sharing details regarding the physiological aspect

of sexual functioning or sexual intimacy that are practiced in nonsexual behaviours. The
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nature of responses was either “no problem,” “there is no sexual intimacy left” or that
“there was initial difficulty after the treatment but it’s all fine now.”

(Researcher,India)(132)

With relation to motherhood, children of most survivors ranged in age from adolescent to
adulthood years when they were diagnosed with the illness and it, therefore, did not affect
them. However, it had been a matter of concern for those who were diagnosed with it at an
early age in terms of breastfeeding, inability to conceive when they wanted more children,

or losing all chances of fertility due to the treatment. (Researcher, India)(132)

That difference may be a result of priorities being placed on concerns about reproduction
and pregnancy. Women felt that their body image, their sexuality, and their reasons for
breast reconstruction were all tied into the identity of a woman who has to make decisions
for breast reconstruction after reconsidering her personal need for feeling whole

(Researcher, Canada)(134)

| used to say that whatever is going to happen will happen anyway. | didn’t tell my children
because | did not want to put that worry on their mind. They were very small; they would

feel bad if something happened to their mother. (Patient, Canada)(134)
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However, several women had flirted with the idea of divorce because of the lack of support
displayed by their husbands. One woman realized that negative conditions were already
present in the relationship, but the significance of those conditions was heightened by the
lack of support she felt after her cancer diagnosis and during treatment. At the time of the

interview, she was considering a separation (Researcher, Canada)(134)

As in the previous case, discussion with family members and elders within the community
often exacerbated women’s distress because of the pervasiveness of this belief.

(Researcher, Canada)(131)

This tendency was attributed to older and less educated members and many women
described avoiding family members or others who would speak in this insensitive way

(Researcher, Canada)(131)

For example, 2 of the women less than 30 years of age felt cheated when they were
diagnosed and treated for cancer at an early age. They were concerned about the impact

that their situation would have on their marriage (Researcher, Canada)(134)
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Participants from all groups spoke about how childbearing and the addition of children to
the family is a highly valued and emphasized role of women in sa (South Asian) culture and
society compared with Western society—creating added pressures that make it harder to

bearing the cancer diagnosis and treatment. (Researcher, Canada)(134)

Most of the women who had been told directly by their doctors expressed disapproval at
having been told without being prepared, or without having a family member present: “As |
was all alone, there should be a better way of telling rather than abrupt declaration if the
doctor explains in a better way and you are also accompanied by a family member, you get

prepared and have some support as well.”(Patient, Canada)(131)

Because nobody knows the other person when they are telling their story, which is okay.
Because some women who feel shy and may like this kind of group.... Because everybody is

talking. They feel okay and will share.... You feel relaxed. (Patient Age 44) Canada) (134)

Like my dad prior to my surgery, he just would not eat, he was very worried about me and
then when | finally had my surgery and everything went well, then he started to come

around.(Patient,Canada)(133)
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Repeated encouragement by family members to “think positively” during the course of

treatment was prominent in the women’s stories. (Researcher,Canada)(133)

Nevertheless, they sometimes still felt alone because they felt that family members could

not share their suffering. (Researcher, Canada)(134)

Some participants described the experience of social isolation and dependence on family

members (Researcher, Canada)(134)

As women struggled to try to make sense of their experiences, they recalled not fully
understanding what they were told about their cancer treatments, even when translators
were available, and that physicians often gave full explanations to their family members

rather than directly to them. (Researcher,Canada)(133)
One woman, who described herself as “uneducated,” indicated that she was not told that
her entire breast would be removed: “They may have told my daughter something in

English but to me they just said there would be an operation.” (Patient ,Canada)(133)

Although adamant that she could forego cancer treatments, she listened to the advice of
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family members and consented to conventional treatments offered by Western doctors.
(Researcher Canada(133))

They framed family members’ involvement in discussions and decision-making about their
treatments as common place, and emphasized the importance of the presence of family
members as well as their practical, emotional, and physical support throughout their

experiences. (Researcher,Canada)(133)

Women’s unwavering trust in their families was reflected in their ready acceptance of

family members’ advice and decisions about their breast cancer treatment. (Researcher,

Canada)(133)

These women were not told of their cancer diagnosis directly by their doctor, but instead,
were told by family members who judged when the participant was ready to hear the

news. (Researcher, Canada)(131)

Some of the participants described having little or no involvement in treatment decisions
and they expressed resentment from exclusion. They described their husbands or sons
making treatment decisions for them, without involving the participant. On the occasions

when this happened, resentment was expressed about the lack of inclusion and consent.
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(Researcher, Canada)(131)

Some family members they have neglected us... Before they will come very often but now it
was reduced...They will not support me more. But, | have lot of support for my friends.

(Carer, India)(135)

Having that problem was a time filled with fear and suffering for my family, and we
worried about what would happen, and thought | might not survive...and it is very hard to
talk about. My family attempted to reassure me but we were all suffering so much because
my family had to care for me when we were so naive about this disease. And we all feel
worn down by everything now and we are trying to get back to normal...| am continually
worrying that it will reoccur, and | am suspicious that it has spread. | just want to forget

about everything.(Patient, Canada)(133)
however, she felt that, for most younger sa women, a diagnosis of breast cancer was a
much bigger burden because it was coupled with cultural and societal expectations of

women bearing children within the first years of marriage (Researcher, Canada)(134)

However, not all participants had supportive families,
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and a lack of family support was described in the context of unbending role expectations.
Several women described the experience of being required to continue with household and
childcare responsibilities immediately post-treatment: “The members of family don’t
realize the weakness in the body after the cancer operation they think all the household

work is my responsibility. (Patient, Canada)(131)

The unforeseen nature of the diagnosis was reinforced by suggestions from family and
friends that the women were too young to get this disease and that they had always been

healthy. (Researcher, Canada)(133)

Impacts of

community

Negative effect
of community,
Support from
community,
disease
perception by
community,
support for
employer,
support from

friends, support

Several survivors had had the experience of others wanting to see the scar. Few of them
were not comfortable with it while few others were comfortable showing it to close
relatives. As one survivor who also works as a cancer volunteer expressed, it was
dependent on the context: “Some people have wanted to see it especially those who are
very curious, | did not feel good at all about their curiosity as this is not a matter to be joked

about, it is an illness.”(Patient, India)(132)

Focus group participants described having conversations, particularly with elders, where
they would be asked, “Why did you get this disease; what have you done to cause this
illness?” The participants interpreted these questions as meaning “they think | have done

something wrong”. For many of the women, the communication of this belief through
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from other discussion caused them distress, as one woman stated: “This way of thinking is what
patients bothered me the most by the way they think is as if | must have sinned” (Researcher,

Canada) (131)

These women were not happy with the negative response they received from the “well-
wishing” visitors because “they did not give person hounsla [hope] “they just come and

disturbed you,” and “the relatives say, ‘Ha! How did it happen?’(Patient,Canada)(134)

These contextual social and cultural factors tended to leave most sa breast cancer survivors
in the 45-54 and 55—64 age groups feeling isolated and depressed— emotions that led to
hopes of being able to share their suffering with members of the cancer community,

preferably others from their own ethnic community. (Researcher, Canada)(134)

Some women occasionally felt that support from family and community was negative,
because people visited only to appear to be doing the right thing socially. (Researcher,

Canada)(134)

Some women also felt that having a support system within the south asian group would be

beneficial. Most women found that they could talk with family or community members who
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were already cancer survivors because they received hope from each other. (Researcher,

Canada)(134)

For most women, this meant that they could share their personal cancer experiences within
their own cultural and social context, in their mother tongue, making the exchange more

meaningful and supportive. (Researcher, Canada)(134)

Most women felt that sharing with others who had gone through similar experiences was
more meaningful, thereby providing social support that would enhance quality of life for sa

women who felt shy and who had language barriers. (Researcher, Canada)(134)

One survivor who was of Islamic faith would wear the religious headgear or the Hijab to
handle the situation. One survivor expressed the taboo associated with hair loss: “And all
those things unnecessarily traditionally or just it becomes a taboo or stigma also. Actually
in Islam you don’t have but since we are in India, so those things matter a lot.”

(Patient,India)(132)

Renu compared her physicians to God: “People say there is nothing higher than God...but |

feel that those doctors that took care of me were like God.” (Patient,Canada)(133)
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Strong belief in a loving God took the form of acceptance of their cancer and a sense of

trust that things would eventually work out for the best. (Researcher, Canada)(131)

“I feel that it is only because of my Paht [prayers] that | had cancer in a small part of the
body. It could have been worse if | had not done the Paht. God has been kind to me in this
way”.(Patient Canada)(131)

For most sa women, extended family and community were generally an important part of
the social support system, especially when family or community members provided
transportation for those who lacked the ability to drive to the agency for their numerous
treatment-related appointments or acted as interpreters when participants were faced

with language barriers.( Researcher, Canada)(134)
Because nobody knows the other person when they are telling their story, which is okay.
Because some women who feel shy and may like this kind of group.... Because everybody is

talking. They feel okay and will share.... You feel relaxed. (Patient,Canada)(134)

But when a patient has said, “Please show it to me. Whatever happened to you, is it same
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like mine?” Then we show it to them... We show it to them because their curiosity is

different, they think, “Mine and hers are same...” (Patient ,India)(132)

They expressed gratitude to the researchers for the opportunity to share feelings, hear
others’ stories and learn from the other women in the group. There was agreement that
some things cannot be shared with family or friends, and that talking with peers was

strengthening and supportive (Researcher, Canada)(131)

These sa women saw those actions as being very supportive, and yet there was a
complexity concerning who in the family or community should be privy to the woman’s
breast cancer diagnosis because of the stigma associated with the disease within the

community (Researcher, Canada)(134)

They shared responses such as “She is going to die now,” “This is a horrible disease,” and

“Everyone gets scared just by the name.” (Patient,Canada)(134)

Would their daughters be eligible for marriage to good suitors? Breast cancer in the mother
might mean that a daughter could have breast cancer as well, making matrimony with the

daughter a higher risk for the future husband’s family (Researcher, Canada)(134)
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Some women explained that the cancer diagnosis had to be kept secret from most of the
family and community so as to keep the daughters from being marred as unmarriageable —
a situation that became burdensome and non-supportive for these particular families as a

whole. (Researcher, Canada)(134)

She rationalized that breast cancer was “an ugly disease” and hinted that her family
standing in the community could be negatively influenced if her diagnosis was made public.

(Patient, Canada)(133)

The richness of these women’s experiential stories of breast cancer, captured in their own
language—Punjabi, Hindi, and Urdu, with or without English—defines the “cultural
identity” that affects a sa bcs’s grasp of the meaning of illness across varying age groups,
migration statuses, acculturation, education, socioeconomic statuses, and other cultural

factors (Researcher, Canada) (134)

Many women disliked being called a “survivor”; rather, they wanted to be called “thrivers.”
Participants accepted the diagnosis and treatment and realized that this journey was a

personal one, having nothing to do with surviving anything. For most women, the notion of
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“survivor” was a more Western concept connected with behaviours of “battling the cancer”

or “overcoming the cancer (Researcher, Canada) (134)

In our community people say that your family got in a curse, that is why disease will be

getting in your family itself.(Patient, India)(135)

Impacts of bargaining with | Spiritual practices such as praying, reciting holy hymns and visiting the Gurdwara (place of
religion God, faith worship) increased as a consequence of cancer. (Researcher, Canada)(131)

fatalism, fate,

God's God gave me such strength.... My family members got scared, like my children ... but |
punishment, didn’t get scared.... Paramatma [God] gave me shakti [strength].... | didn’t feel scared at
impact of all. (Patient, Canada)(134)

religion,

spirituality All participants throughout the focus group discussions spoke about a spiritual worldview

and expressed the beliefs that their lives and future were ultimately in God’s hands.

(Researcher, Canada)(131)

As one woman said: “Nobody could change the time and cause of my death, it is God’s will.
So I avoided the chemo treatment” (Patient ,Canada)(131)

The pain became very unbearable for me, and | kept praying to God. | kept asking God to
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save me from this pain, | kept saying that I did not want to die in the hospital. | began to
barter with God. | said save me from this pain and | promise to go to the Gurdwara
[temple] every day. | began to do paath [prayer] ... .When you believe in God, and really
have faith in him then half of your problems [ills] go away. If you believe in God then you
can be cured from your pain. ... There is no problem that God cannot cure.

(Patient,Canada)(133)

But generally what | have heard is that one would get this if they have done something

wrong. They say, “You have done something wrong. You are facing punishment for your

wrong doings. God is punishing you.” All those things | have heard from my own husband. |

have experienced this. The reason why | am telling this is, we are all educated and as per
God'’s will we are quite well off. But even at this level there are people who think like this

(Caregiver,India)(135)

Participants used “karma” in the context of the suffering that humans have to endure as

part of “their past lives” and “punishment for their sins.” (Researcher, Canada)(134)

Some women were vivid in their descriptions and acceptance of their destiny in this life;

however, they also understood that they could change or “turn” their karma by good deeds
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that could lessen their current suffering and alter the outcome of the cancer diagnosis.

(Researcher, Canada)(134)

Whatever was in my karma, [Punjabi] “Je dukh de ke maharaj sukh deve, tan vi jo hovega,
hovega, main raula paa ke ki karna? [If after suffering God gives us happiness, then
whatever happens, what would | get by shouting it out to everyone?]” (Patient,

Canada)(134)

I am Hindu by religion. Sometimes | fight with my God and ask ... what did | do wrong? |
didn’t harm anybody in my life. You know people say that karma is why you have this

cancer. Then why do | have it, | would ask? (Patient, Canada)(134)

As devout Sikh women, they accepted breast cancer as part of their karma (reflection of
one’s deeds in present or past lives) and drew strength from their religious beliefs that their

kismet (fate) was in God’s hands. (Researcher,Canada)(133)

She began her story by attributing her breast cancer to her kismet (fate) to reinforce her
belief that the outcome was in God’s hands. Following her breast cancer diagnosis, she

recalled reassuring her husband, “I told him not to worry so much... Whatever is going to
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happen, is going to happen. It’s in God’s hands.” (Patient,Canada)(133)

When | got cancer, it was like | was being punished because | did not wear my scarf [head
covering] as a Muslim woman. Then | started wearing it, and for that | am grateful. | have

always wanted to, but it wasn’t the right time. (Patient, Canada)(134)

When | was diagnosed with breast cancer | knew it was part of my kismet and that
whatever was going to happen was in God’s hands. | meditated, prayed, and saw my desi
doctors but my family insisted | also see a Western doctor and have conventional
treatments. These treatments were difficult for the family but I learned to slow down and
strengthen my faith to get through these hard times. Looking back on my breast cancer |

believe it was an important lesson from God (Patient,Canada)(133)

| think that God wanted to teach me something, like he punished me so that | would learn
something, maybe | had done something wrong. Maybe | was to learn to meditate more
strongly, maybe God wanted me to strengthen my faith in him... God can find a way to
control you, like in my case, when | got cancer then | was forced to slow down. You see

everything happens for a reason.( Patient,Canada)(133)
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A few of the women outright rejected the belief as being “non-sense’’, while others
indicated that they struggled and questioned themselves, as this woman did: “| used to say
in the earlier stages. | have done no bad act. | have not harmed anybody. | have always

tried to be good to everyone. Why am | having cancer?”’ (Patient ,Canada)(131)

Only one woman appeared to have internalized the belief and interpreted it personally: “I

must have sinned against his will. (Patient ,Canada)(131)

Whoever believes in Waheguru [God] knows that he is wholly, solely the creator and
destroyer. There is nothing in the hands of human beings. The body belongs to him;

surrender it to him. (Patient, Canada)(134)

It is therefore important to understand that the sa bcs’s lens maybe coloured by an Eastern
spiritual influence in which the “self’ may be different from the Western concept of “self.”
This major theme of “quiet acceptance” encompassed subthemes of faith and inner
strength; fate and karma; family and community; hounsla (hope and courage); and social

or peer support. (Researcher, Canada)(134)

Strong belief in a loving God took the form of acceptance of their cancer and a sense of
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trust that things would eventually work out for the best. (Researcher, Canada)(131)

“Saying ‘Satnam Waheguru’ [there is only one God and he is the truth], you have a sort of
picture frame in your mind to get relief, along with the treatment which you are already
taking. It gives you a lot of relaxation” (Patient Canada)(131)

Several women described making positive healthy lifestyle changes, such as exercising and
improving their diet, viewing their illness as being a message from God that they needed to

pay greater attention to their health. (Researcher, Canada)(131)

For most ? women, extended family and community were generally an important part of
the social support system, especially when family or community members provided
transportation for those who lacked the ability to drive to the agency for their numerous
treatment-related appointments or acted as interpreters when participants were faced

with language barriers. (Researcher, Canada)(134)

Women’s Psychological | Body image, And in fact | said that rather than having surgery time and time again I’d rather have it
individual response Isolation whole, all of it removed. But then they only removed just the lump. So you know, instead of
responses inability to talk having to suffer many times going through surgery time and time again, like my neighbour,
to disease | would have preferred to have it [breast] taken off. (Patient, Canada)(133)

about disease,
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Stigma,
Sexuality,
relationship
with partner,
difficulty in
talking about
sex, being a
woman, hair
loss, fear,
appearance,
anxiety, worry,
courage, fear of
death, hope,
ignorance,
isolation, loss of
self-esteem, low
mood,
depression,

positive

People are worried that this patient who is on treatment, she will spread the cancer to the
children in the house and to the neighbours. So we have seen sadly many times that these
patients are unnecessarily isolated because of the wrong notion that these people have
done something so wrong to get this disease or they may spread it to people in the house.
So there is a lot of stigma associated with cancer. Cancer is a disease in our country which
will always be associated with stigma even though it is no fault of the patient.” (HealthCare

provider, India)(135)
“..If it was pain | could say | could still bear it... But that again you know many times | used
to reflect “okay hair loss fine one day it will just come back maybe we just use a couple of

wigs.” (Patient,India)(132)

Depression, | used to get it a lot in my mind, in my heart. | used to feel like crying. My mind

used to get upset. | am getting better now, but it still bothers me. (Patient, Canada)(134)

You know, | feel crying every day. | am so stressed out | don’t feel like talking to anyone.

Nobody’s home.... | just stay inside the house | am so depressed. (Patient, Canada)(134)

“The other thing is that everyone has a feeling that a person having cancer will die soon
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thinking,
practical
difficulties,
privacy, shock,
disbelief,
worries about
future,
uncertainty,
effect of
treatment,
effect on
finances, effect
on physical
activities,
physical side
effects of
treatment,
sequelae post-

surgery

and will not survive for long.” (Community leader, India)(135)

was distraught because she knew that she could not conceive children while on hormonal
therapy, causing her grief as she struggled with adherence or nonadherence to hormonal

therapy. (Researcher, Canada)(134)

While the belief that cancer inevitably leads to death is
not culturally specific, nearly all of the women, upon hearing the diagnosis, felt fear that

death was imminent (Researcher, Canada)(131)

Even educated people, degree holders, teachers, they come in at a later stage because they
tend to sit on their tumour for a longer duration for unknown fear. And I think it is the fear
of the diagnosis of cancer and the treatment they want to avoid.” (HealthCare provider,

India)(135)

Sometimes | am fine and other times, | am very down... Otherwise, | am feeling normal
now. My hair has come back. [R: looks nice] Yeah, whenever | go outside or to parties,

everybody comments that | am a big survivor. (Patient,Canada)(133)
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Because relatives think that the disease will spread to them, while eating, talking, they
have that kind of fear; even | am unaware whether this will spread like

that.(Patient,India)(135)

Positive attitude.... Think positively all the time. Don’t think, “I am going to die.” Keep
thinking positive all the time during the treatment. It’s like the mental support from the
people around you.... If they are of positive mind, then you become a bit stronger. Some

people are not very positive; they get you down, you know. (Patient, Canada)(134)

Kuldeep (48 years old, in Canada for less than 1 year) explained her initial reaction when
she was told she had breast cancer: “I sort of froze, | was paralyzed as if some sort of
mountain had just been dropped on me.”” Another woman described her breast cancer

diagnosis as a “death sentence.’ (Patient,Canada)(133)

“They look at me in disgusting way.... People are talking behind me ‘she has cancer who

will marry her daughter?’ They don’t talk about me [to my face], but | heard them talk

about other people very badly. So, | think even they talk about me badly...They say that ‘she

has got cancer, who will marry her daughter?’” (Patient, India)(135)

272



You take our home care team, there are lots of times when family members will tell, ‘Please
don’t park the auto right in front.” They are worried. Now what are they worried about?
One is, will somebody else get it? But more importantly, there is a girl to be married in the
family...It is not restricted to only the lower socio-economic strata. The guy could be a PhD

from Harvard but he might have that fear.” (Healthcare provider, India)(135)

Older women (>65 years of age) experienced only slight bouts of depression when they
were originally diagnosed; they were more accepting of their situation. (Researcher,
Canada)(134)

“mentally and emotionally, because you are just not the same person afterwards”

(participant age 50). (Patient, Canada)(134)

These sa bcss shared stories of sadness and generally not wanting to be involved in family

and community activities. (Researcher, Canada)(134)

Younger sa women (<44 years of age) experienced depression related to reproductive
issues associated with the cancer diagnosis, because the diagnosis changed the normal

cycle of life. By contrast, women in the 45-54 and 55—64 age groups were very vocal about

the depression they had experienced since diagnosis. (Researcher, Canada)(134)
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These contextual social and cultural factors tended to leave most sa bcss in the 45-54 and
55—-64 age groups feeling isolated and depressed— emotions that led to hopes of being
able to share their suffering with members of the cancer community, preferably others

from their own ethnic community. (Researcher, Canada)(134)

I only told my daughters. | hadn’t told anyone, because, as it is, you are depressed that you
have this disease. Second, when they say, “Oh! She has this disease, and she is a mother
with daughters, what will happen now?... Then your mind gets more depressed. Most of my

relatives still don’t know that | had breast cancer. (Patient, Canada)(134)

My entire family was shocked when | was diagnosed with breast cancer. We were all
extremely worried and in complete disbelief because we never considered that this would
happen to our family. We had difficulty getting the health care we needed from some
doctors, but the family made sure | received the treatments necessary to beat cancer. My
treatments were never-ending and caused a great deal of pain and suffering for the entire

family. Although we all got through, I still feel down at times. (Patient,Canada)(133)

The women often left sentences unfinished and interrupted their own telling of their story
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with experiences of worry, fear, pain, and anxiety. (Researcher Canada)(133)

The women conveyed a sense of being worn down by the physical and emotional suffering
caused by breast cancer and struggled to move on with their lives. Preet (50 years old, in
Canada 27 years) explained, “For a year, you know, | could not sleep very well...my aunt

had breast [cancer] and then it spread...what if it happened to me.” (Patient,Canada)(133)

Many of the women wept while describing how their lives had changed since their cancer.
A substantial minority of the women sounded currently depressed: as one woman said:
“The whole life is changed there is no happiness in life.”” Another woman expressed: “l have
lost all interest in life. Whatever work | have to do, | push myself through that initiative is

missing.”” (Patient ,Canada)(131)
“..For the world, | feel quite okay. Personally | stopped looking at myself in the mirror... I've
had the long full-length mirror | used to have in my room. I’'ve removed that now...”

(Patient,(India)(132)

“Even for swimming it’s not possible since it floated out once and | was able to put it back

before anyone noticed... When you are holding on top and travelling in a bus, one day the
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prosthesis came down, but | was able to put it back in its place without anyone seeing...”
(Patient,India)(132)

For example, 2 of the women less than 30 years of age felt cheated when they were
diagnosed and treated for cancer at an early age. They were concerned about the impact

that their situation would have on their marriage(Researcher, Canada)(134)

I did all the treatment.... They did the operation; they did the surgery.... What is there to be

scared of? You can’t do anything about it; just accept it. (Patient, Canada)(134)

“What happens to us females is that it is so difficult when we don’t have one breast. That

thing can never be explained to anyone...” .”(Patient,India)(132)

Few survivors also expressed attractiveness as important at a younger age. However, few
survivors themes suggested a sense of being “cheated by life” as due to cancer, they no
longer received “attention” or “make people notice” them after it. The rarer theme was few

survivors continued to feel attractive: (Researcher, India)(132)

You feel unattractive, and you feel the guilt because you do not have any interest in having

sex. | was scared ‘coz, and | was [emphasis] scared that he is going to go away, right?
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(Patient, Canada) (134)

That difference may be a result of priorities being placed on concerns about reproduction
and pregnancy. Women felt that their body image, their sexuality, and their reasons for
breast reconstruction were all tied into the identity of a woman who has to make decisions
for breast reconstruction after reconsidering her personal need for feeling

whole.( Researcher, Canada)(134)

When we were young particularly the breast part... Maybe our community and as well as
society at that time was such that you will conceal breast... That’s why always one dupatta
(scarf) will be there... So losing a breast was not really big thing for

me...” ...”.”(Patient,India)(132)

For one survivor, the bald head and the use of a scarf were particularly difficult for her
young child: “The shock was with my younger one because she couldn’t see me that way
and when | used to expose my head in front of her, | always had a dupatta (scarf) on my

head while | was at home.” ...”.”(Patient,India)(132)

With a saree blouse, issues were regarding it’s fit as it caused “pain” in the surgery site
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when worn for few hours and the neckline as there was a fear of the scar being exposed:
“when | go to my tailor... | have to show him my scar... Because now when | see this scar on
someone else then | know that person has had breast cancer or at least cancer of some sort
to have this port cut. Because it’s very obvious because it’s got two lines. You can’t miss it...
So he has to make sure that the neckline comes this way right or a

V..”.”(Patient,India)(132)

The survivor who developed leukoderma, her concerns was more related to it: “I used to
wear a lot of sleeveless and very low-necked thing. Now I’'m... because of this... | don’t wear

short sleeves so easily if I’'m going out.” ...”.”(Patient,India)(132)

| wear East Indian suits. You want to look nice, but in my mind | know there isn’t a breast

here. Other people can’t see that. | want to be normal, like a lady.( Patient, Canada)(134)

I am coping with it, but | don’t even feel like dating, because | feel like | am missing a part
of my body. | am kind of conscious about my body. It’s my body image. You know,
sometimes when | am dressing, | don’t even look at that part. | avoid looking at it in the
mirror. ( Patient, Canada)(134)

One participant reported feeling “self-conscious” and “disfigurish” even after more than
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two decades of the illness. A variant theme was related to the leukoderma that she
developed as a reaction to chemotherapy: “My body is like an atlas (laughs).” .”(Patient

India)(132)

| feel it’s a cobbler’s job. | feel it should have been like embroidery.” However, most of them
also become habituated to the scar though they initially experienced distress when looking
at it. One survivor’s response to her child asking about the scar would be: “I tell her she ate

it up as a kid....”(Patient, India)(132)

For those with lumpectomy, they expressed concern about breasts being “lopsided” and it
was accentuated as the survivor aged: “My left side looks young, and my right side due to

age, length has become long.” .”(Patient,India)(132)

One survivor also expressed reduced interest in dressing style: “Now | feel | will never look
good. Never look attractive to people, to men in general... So that parts gone away so now
it’s just dressing for activity which you do... (laughs) but the other thing will also be that |
am not as attractive as | used to be because | can’t dress as attractively as | used

to.” .”(Patient,India)(132)
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In contrast, several survivors also reported taking more care than before about their
appearance: “When | go out, | take extra care. But... | have make-up on | try to wear nice
dress. | have started buying more clothes than | did earlier... So | have something new and

just to feel good. .”(Patient,India)(132)

a) going for swims, massages, changing clothes others presence, frisked by security
personnel, (b) breast accidently collided with someone else in buses or crowded areas:
“When | would travel by train or bus and if someone collided, they would stare for a bit
because it would feel different because | would wear a prosthesis and you could make out...

I always used to cover the area with my bag.” .”(Patient,(India)(132)

The need for privacy and having to be secretive about the diagnosis and related treatments
added a sense of isolation and burden for sa women as they went for months of

chemotherapy or radiation, or both (Researcher, Canada)(134)

It was especially true for women who felt more burdened and depressed when the
community stigmatized cancer as a “horrible disease that meant a death penalty.”

(Researcher, Canada,)(134)
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The women'’s use of the word “cancer” was often avoided, and even after seeking
clarification, the interviewers often had difficulty fitting together the pieces of women’s

stories. (Researcher, Canada)(133)

For example, the women described their efforts to protect their families from worrying and

suffering, and the stigma associated with cancer. (Researcher, Canada)(133)

Having that problem was a time filled with fear and suffering for my family, and we
worried about what would happen, and thought | might not survive...and it is very hard to
talk about. My family attempted to reassure me but we were all suffering so much because
my family had to care for me when we were so naive about this disease. And we all feel
worn down by everything now and we are trying to get back to normal...| am continually
worrying that it will reoccur, and | am suspicious that it has spread. I just want to forget
about everything. (Patient, Canada)(133)

One survivor also expressed the cultural expectation that breasts are to be hidden or

covered which thereby reduced impact of the loss: .”(Researcher, India)(132)

One survivor sensing her husband’s difficulty consulted her physician before resuming

sexual activity: “After being cautious for good number of days, | felt he was finding it
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difficult as males get aroused easily as well as it diminishes fast. Then, | consulted my
doctor, he said, ‘It is completely normal. Your sexual life is as normal as how it was before
the operation. And your worry regarding hurting your breast, it doesn’t get hurt.” After

that, we had sexual activity, though it was very less.” ...”.”(Patient,India)(132)

Few survivors voiced their concern about a lack of desire to engage in sexual activity and an
inability to get aroused which was associated with vaginal dryness and pain. Moreover, one
survivor with lumpectomy also expressed a change in her partner’s overt sexual behaviour

in the form of preference for the normal breast. ...”.”(Researcher,(India)(132)

Another participant had extreme views that sexual life could be equated to “animal life”

and it serves the function of procreation purposes. ...”(Researcher,(India)(132)

An interesting psychosocial belief which manifested in the present study “sex life is animal
life,” and family tradition of spouses sleeping separately (apart from age being a factor)
again alludes to the tendency to repress sexuality by equating it to the function of

procreation. (Researcher,India)(132)

Loss of libido concerned women who felt that they should have some desire to have sex
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with their spouses, but this loss of interest
“after the chemo and stuff” led them to feel guilty as wives within their relationships.

However, most felt relieved when spouses were supportive. .(Researcher, Canada)(134)

I don’t know.... | just lost interest after the chemo and stuff. (Age 48) You feel unattractive,
and you feel the guilt because you do not have any interest in having sex. | was scared ‘coz,
and | was [emphasis] scared that he is going to go away, right? (Age 50) .( Patient,
Canada)(134)

It was really tough in the beginning. My husband was really good ... very supportive. He
wasn’t, you know, pushy or any of that stuff; he was very patient with me when it came to,

you know, intimacy. (Patient, Canada)(134)

Another concern expressed by one survivor was the slightest comment by one’s spouse

about the shape could be distressing. (Researcher,(India)(132)

My husband was scared to touch me even. Not because of anything else, he thought maybe
you know I’'m not ready or... He didn’t want to force anything on me. | was just left to

myself. It had an adverse effect too. Because | was not frank, he was not frank. So there’s
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lot of tension there in the beginning, but now | feel it’s all well past

gone.”( Patient,(India)(132)

However, one survivor said they continue to be intimate through affection: “Somehow my
husband also more into... Exercises this and that more into spirituality... We have lot of
sharing and bonding but not that physical urge to do sex, maybe we hold hand and things

like that but no like intercourse as such...” (Patient, India)(132)

It’s hard to talk to my husband because we don’t talk about these things. (Age
54) .( Patient, Canada)(134)

When we were young particularly the breast part... Maybe our community and as well as
society at that time was such that you will conceal breast... That’s why always one dupatta
(scarf) will be there... So losing a breast was not really big thing for

me....”(Patient,India)(132)

In terms of attractiveness, one of the most common beliefs was that “attractiveness is
internal” and it was defined as one’s behaviour and not appearance.

(Researcher,India)(132)
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If it was pain | could say | could still bear it... But that again you know many times | used to
reflect “okay hair loss fine one day it will just come back maybe we just use a couple of wigs

(Patient,India)(132)

Others either shaved their heads before the chemotherapy sessions began and had wigs
made out of it or as one participant said: “I bought a couple of wigs off the net and | would
go around in my blonde avatar. Actually got a blonde (laughs) just to kind of cut off your

nose to spite your face kind of thing...”(Patient,India)(132)

Adjustments for those undergoing mastectomies involved using substitutes such as
prosthesis, padded bras, and pads. The use of prosthesis on an everyday basis was
convenient, but its weight was a concern and others would use pads made out of cloth.

(Researcher, India)(132)

They shared responses such as “She is going to die now,” “This is a horrible disease,” and

“Everyone gets scared just by the name.” (researcher, Canada)(134)

When | was diagnosed with breast cancer | was frightened, but my family helped me realize
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that breast cancer was just like any other disease that could be treated. Now that my
treatments are over and | am as healthy as | can be, | try not to think about breast cancer.
It was just another health problem among other health problems that | deal with. (Patient,

Canada)(133)

I always worry about metastasis going to other parts of the body. | do worry, especially
when | hear people dying from breast cancer. That hits me; | get really sad. (Patient

Canada))(134)

Uncertainty and fear of recurrence was also a universal theme .( Researcher, Canada)(134)

lack of clarity about normal healing, lack of information about lifestyle choices, confusion
about side effects, and ambiguity about follow-up care recommendations and resources.
Although some sa bcss from all age groups shared their concerns about uncertainty and
fear of recurrence, younger women (<44 years of age) were more emotional in their
responses because of worry that the cancer might recur and because of the unknown
future. Women in the middle age groups (45-54 and 55—-64) were more concerned about
what would happen to their children if the disease came back. The oldest participants (>65)

were mostly not concerned about recurrence or uncertainty. .( Researcher, Canada)(134)
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Participants from all four age groups complained of nerve damage and pain to various
degrees, which got in the way of daily tasks and day-to-day living. Women were concerned
by the effects on simple household tasks such as sweeping the floor or lifting heavy dishes.

(Researcher, Canada )(134)

Some women experienced fatigue together with a loss of energy and of the ability to
mobilize themselves as easily as they could before, especially when their employment
entailed heavy lifting or using their arms on a continuous basis in industry related work

such as sewing, operating machinery, or farming. (Researcher, Canada)(134)
These sa women were concerned that the physical impacts of cancer treatments would
limit the type of work they would be able to return to or do in the future. (Researcher,

Canada)(134)

I was feeling very fatigued, weak after the chemo and radiation. | didn’t have that much

energy, but as time goes by, | am getting the strength back. (Patient , Canada)(134)

I had no idea how tired | was going to be. | still feel fatigued ... as if there is no strength in
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my body. My lymph node was taken out, that is why | have still a problem with my arm. |
don’t lift heavy things. | have lost strength and cannot hold with this hand. | still have some

problem. My muscle is still is weak. (Patient , Canada)(134)

A variant theme was the presence of sensations in the area where the mastectomy had
occurred: “You may not touch your breast like that every day but now you’re conscious.
Now you get a scratchy or if you cut off a leg, don’t they say they get sensation at the end

of your toe even if your leg is cut off from here?” (Patient, India)(132)

The theme of physical impact was described as making the most impression because of the
debilitating nature of the side effects of cancer treatments, coupled with reproductive,
hormonal, and aging processes, and loss of the ability to continue employment for most sa

women less than 64 years of age(Researcher, Canada)(134)
Women in all groups spoke of “having lower energy than | should have.” Others identified
fatigue as a loss of physical strength that drained the body of the physical capacity they

had before cancer treatment. (Researcher, Canada)(134)

After 4 years, | still have some numbness. | feel itchy, and | scratch. And | don’t have any
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feeling here anymore. This was after radiation. (Age 28) In my fingertips, my palms, my
feet. When you wake up in the morning, it’s like you are walking on broken glass. (Patient,

Canada)(134)

Cognitive changes such as decreased memory, decreased ability to concentrate, impaired
word retrieval, and difficulty organizing thoughts were identified. (Researcher,

Canada)(134)

In addition, they provided numerous details of the bodily changes that resulted from their
cancer treatments including hair loss, weight gain, skin changes, gastrointestinal upset,

and fatigue. (Researcher,Canada)(133)

Ranijit (34 years old, in Canada 7 years) recalled her first chemotherapy session: “My
tongue was hard as iron. My eyes were pale yellow. My face became swollen. | had six

more treatments to go.”(Patient,Canada)(133)

She changed the dressing and left and when | took a look at the breast there was so much
blood and pus. It must have been more than two pounds, more than a kilo and | went to

the kitchen and stood up and the kitchen floor was full of blood and pus and my clothes
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were soaked. "’(Patient,Canada)(133)

Kuldeep, who was interviewed 4 years after her diagnosis, stated:
I mean | was able to beat it this time around but | don’t think that | could survive another
attack of cancer. The chemotherapy was the most difficult, | don’t know if | could go

through that again. | mean even my nails went black. ”’(Patient,Canada)(133)

Along with being worried and fearful about recurrence, the women drew attention to their
financial difficulties because they were unable to work due to residual physical pain and

weakness. (Researcher, Canada)(133)

The women conveyed a sense of being worn down by the physical and emotional suffering
caused by breast cancer and struggled to move on with their lives. Preet (50 years old, in
Canada 27 years) explained, “For a year, you know, I could not sleep very well...my aunt

had breast [cancer] and then it spread...what if it happened to me.(Patient,Canada)(133)

Information | Actively seeking | The participants, overall, did not describe being distressed about this practice. Instead, they
seeking information, expressed the belief that the news of diagnosis should be carefully disclosed and the
written women should be “prepared” and have a family member present. (Researcher,

communication, | Canada)(131)
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decision making,
lack of
communication,

language barrier

Many participants were actively involved in decisions throughout their cancer experience.
They sought information, expert and second opinions, and adopted traditional dietary
practices to aid in treatment-related side effects. One woman said: “I read a lot about

cancer from the books and the Internet. | was well informed after reading and gathering

information.” Another commented: “l was constantly questioning the doctor. He was trying

his best to satisfy me.”” (Patient, Canada)(131)

More women made statements indicating that they were willing to declare their diagnosis
and they valued talking about their cancer with others, even while acknowledging the

cultural norm that cancer should be a private matter:(Researcher, Canada)(131)

My in-laws were surprised that | was telling everybody about my disease | told them it was
not for my advertisement, but for the sake of collecting information, by talking with

people.’ (Patient, Canada)(131)

It will be much better if some Asian member, who can speak a patient’s language, should
come to talk and explain to her. Talking makes a lot of difference”. They discussed the

importance of having information printed in Punjabi and having it available widely.
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(Patient, Canada)(131)

Participants preferred a written, language-specific (especially for those who spoke only

their own language) care plan in a booklet format. (Researcher, Canada)(134)

These sa bcss felt that, coupled with the treatment summary, not only should they receive a
list of resources, including those for reconstruction, reproduction, sexuality, nutrition,
exercise, and prevention, but that the resources should be explained at

discharge.( Researcher, Canada)(134)

The participants expressed a high valuing of information and expert support, particularly at
the time of initial diagnosis, but a lack of access to information and support was described.
Few participants had been informed by doctors of supportive care resources, and few felt
that they had received information or advice about potential emotional consequences of

news of diagnosis. (Researcher, Canada)(131)

Regretful, but uncomplaining, Harpal, (60 years old, in Canada 29 years) who received
strong support from her husband and adult children, recalled: And in fact | said that rather

than having surgery time and time again I’d rather have it whole, all of it removed. But
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then they only removed just the lump. So you know, instead of having to suffer many times
going through surgery time and time again, like my neighbour, | would have preferred to

have it [breast] taken off. (Patient,Canada)(133)

As women struggled to try to make sense of their experiences, they recalled not fully
understanding what they were told about their cancer treatments, even when translators
were available, and that physicians often gave full explanations to their family members

rather than directly to them. (Researcher,Canada)(133)

One woman, who described herself as “uneducated,” indicated that she was not told that
her entire breast would be removed: “They may have told my daughter something in

English but to me they just said there would be an operation.” (Patient, Canada)(133)

Some of the participants described having little or no involvement in treatment decisions
and they expressed resentment from exclusion. They described their husbands or sons
making treatment decisions for them, without involving the participant. On the occasions
when this happened, resentment was expressed about the lack of inclusion and consent.

(Researcher, Canada)(131)

However, a larger portion of women indicated that treatment options were extensively
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discussed within the family and that they were involved in the final decision. (Researcher,

Canada)(131)

The women said that information about these possible toxicities should be explained or
described in the context of the resulting constraints and potential chronicity, especially in

light of productivity at work and daily living.(Researcher, Canada)(134)

For those reasons, participants felt that health care providers should inform their patients
about the side effects of cancer treatments—especially the long-term effects on hormones
and reproduction—so that women could make informed decisions.( Researcher,

Canada)(134)

Most of the women who had been told directly by their doctors expressed disapproval at
having been told without being prepared, or without having a family member present: “As |
was all alone, there should be a better way of telling rather than abrupt declaration if the
doctor explains in a better way and you are also accompanied by a family member, you get

prepared and have some support as well.” (Patient Canada)(131)

however, they also reported struggles with language barriers and a limited ability to
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navigate the health care system because of recent migration to Canada.(Researcher,

Canada)(134)

Most women felt that sharing with others who had gone through similar experiences was
more meaningful, thereby providing social support that would enhance quality of life for sa

women who felt shy and who had language barriers. .(Researcher, Canada)(134)

For most women, this meant that they could share their personal cancer experiences within
their own cultural and social context, in their mother tongue, making the exchange more

meaningful and supportive.( Researcher, Canada)(134)

Formal or informal peer support from people who speak the same language was especially
valued, because participants could not always confide in or burden family members. Other
participants felt that formal counselling in their own language would also be helpful

because they could describe their feelings much better in their own language .(Researcher,

Canada)(134)

It will be much better if some Asian member, who can speak a patient’s language, should

come to talk and explain to her. Talking makes a lot of difference”. They discussed the
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importance of having information printed in Punjabi and having it available widely.

(Researcher, Canada)(131)

Coping and
the barriers

involved

Hope,
Acceptance,
stoicism, change
in life style,
creating
awareness,
perception of
disease,
practical
adaptations,
support from
other patients,
faith in medical

personnel

Some women described that hounsla was hope to “maintain your strength to go through

the cancer diagnosis and treatment.” (Researcher, Canada)(134)

Women said that being counselled about the long-term side effects of surgery and cancer
treatments should be explained in terms of the practical implications for function and

quality of life. (Researcher, Canada)(134)

As one 60-year-old woman (in Canada for 29 years, 3 years since diagnosis) summed up her
current health status, “I have the sugar problem, | have the heart problem, | have the
cancer problem and which one should I think about?’ So [laughs] | just don’t worry too
much.” The women ended their stories by describing their breast cancer as a “choti
mushkal” (small problem) that was dealt with like any other health problem and how they

now continue on with their “normal”’ lives. (Patient,Canada)(133)

That’s just life! It was just one more thing in life to go through and learn from. | don’t

consider myself a survivor but a “thriver” from this. (Age 60). (Patient, Canada)(134)
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I did all the treatment.... They did the operation; they did the surgery.... What is there to be
scared of? You can’t do anything about it; just accept it. (Sikh, age 69) (Patient,
Canada)(134)

| finished my radiation in May. | just felt | had to do something for other patients. | was
thinking that somebody else has donated their time and knowledge, and we got our

treatments, so | had to do something for others. (Sikh, age 41) (Patient, Canada)(134)

As a theme, “quiet acceptance” reflects the sa bcs’s sense of who
“she” is because of her religious beliefs and cultural upbringing and how she uses those
experiences, rather than the values central to being a sa woman, at the survivor stage of

coping. (Researcher, Canada)(134)

Many participants were actively involved in decisions throughout their cancer experience.
They sought information, expert and second opinions, and adopted traditional dietary
practices to aid in treatment-related side effects. One woman said: “I read a lot about
cancer from the books and the Internet. | was well informed after reading and gathering
information.” Another commented: “I was constantly questioning the doctor. He was trying

his best to satisfy me. (Patient, Canada)(131)
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The survivor who developed leukoderma, her concerns was more related to it: “I used to
wear a lot of sleeveless and very low-necked thing. Now I’'m... because of this... | don’t wear

short sleeves so easily if I’'m going out.” (Patient,India)(132)

One survivor also expressed reduced interest in dressing style: “Now [ feel | will never look
good. Never look attractive to people, to men in general... So that parts gone away so nhow
it’s just dressing for activity which you do... (laughs) but the other thing will also be that |
am not as attractive as | used to be because | can’t dress as attractively as | used to.”

(Patient,India) (132)

In contrast, several survivors also reported taking more care than before about their
appearance: “When | go out, | take extra care. But... | have make-up on | try to wear nice
dress. | have started buying more clothes than | did earlier... So | have something new and

just to feel good. (Patient,India)(132)

Some women indicated that they “didn’t stop exercising, but went to the gym during
chemo. After the chemo, | would eat my chapatti and go for a walk. This helped me from

getting tired” (Patient, Canada)(134)
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If people who have cancer are in each other’s company, they come to know and understand
each other, because they get hounsla [hope or encouragement] from each other. | will feel

better if | talk with similar people who give me hounsla. (Patient,Canada)(134)

Everyone used to give me hounsla [encouragement or hope].... That’s ok ... you are
alright .. you’ll be fine. Do your Paath [prayers].... | did a lot of Paath and went to the Sikh

temple.... Everyone used to give me hounsla. (Patient, Canada)(134)

It is therefore important to understand that the sa bcs’s lens maybe coloured by an Eastern
spiritual influence in which the “self’ may be different from the Western concept of “self.”
This major theme of “quiet acceptance” encompassed subthemes of faith and inner
strength; fate and karma; family and community; hounsla (hope and courage); and social

or peer support. (Researcher, Canada)(134)

Positive attitude.... Think positively all the time. Don’t think, “l am going to die.” Keep
thinking positive all the time during the treatment. It’s like the mental support from the

people around you.... If they are of positive mind, then you become a bit stronger. Some

people are not very positive; they get you down, you know. (Patient, Canada)(134)
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Those who do not have cancer do not understand you or know what you are going through.
But those who have gone through cancer, they understand you by giving you hounsla [hope

or encouragement] instead of talking down to you. (Patient ,Canada)(134)

however, they also reported struggles with language barriers and a limited ability to
navigate the health care system because of recent migration to Canada (Researcher,

Canada)(134)

The women’s experiences were also influenced by prior health care experiences in their own
country, meaning that the emotional and psychosocial impacts labelled as “universal” are
coloured by the uniqueness of being a sa woman with personal contextual factors of social

and cultural values and beliefs. (Researcher, Canada)(134)

I think the only person I really listened to were people who had cancer ... and had gone

through it already. (Patient,Canada)(134)

Formal or informal peer support from people who speak the same language was especially

valued, because participants could not always confide in or burden family members. Other
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participants felt that formal counselling in their own language would also be helpful
because they could describe their feelings much better in their own language (Researcher,

Canada)(134)

When you listen to others that are also suffering from same disease, you get some sort of
consolation with the exchange of ideas; you also feel relieved and know new things. We

can share each other’s feelings, whatever good or bad. (Patient Canada)(131)

Other women described being obligated to provide childcare as a condition of immigrant
status; many stated that they would have difficulty attending education or support sessions
because of childcare duties and an inability to travel without family assistance. One woman
explained: “She was expecting a baby and wanted me to do everything. In fact, it was one

of the reasons she sponsored us.” (Patient Canada)(131)

This theme highlighted how bcss tried generally to learn and to adapt to the practical tasks
of activities of daily living, and changed their original ways of doing things as they dealt
with physical deficits associated with the cancer diagnosis and its treatment. (Researcher,

Canada)(134)
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Some women described that hounsla was hope to “maintain your strength to go through

the cancer diagnosis and treatment.” (Researcher, Canada)(134)

Being active helped to “motivate myself and go for it, because nobody else can help me in

this case” (Patient, Canada) (134)

Although Manjit used a combination of strategies to deal with her cancer, including
following a recommended diet, taking vitamins, using desi (traditional) medicines, being
optimistic, surrounding herself with positive people, and drawing encouragement from
others who survived cancer, it was her increasing reliance upon religious practices that

dominated her story. (Researcher, Canada)(133)

They felt that they did not receive adequate patient support and counselling from the bcca
or their family physician, especially in their own language, which prolonged the

depression .( Researcher, Canada)(134)

Some women in these age groups felt that counselling about the impact of diagnosis and
treatment should have been provided from the beginning so that they could prepare for the

side effects of depression and distress.(Researcher, Canada)(134)
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Along with being worried and fearful about recurrence, the women drew attention to their
financial difficulties because they were unable to work due to residual physical pain and

weakness. (Researcher, Canada)(133)

It is understood, however, that this concern is not unique to sa bcss, but applies to the
migrant population who may be reduced to working under strenuous conditions when their
family income depends on both spouses being gainfully employed. Two-spouse incomes are
more central in an immigrant population in which vocational options may sometimes tend

to be more physical in nature, with longer hours of employment (Researcher, Canada)(134)
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8.3 Appendix 3 Participant Information sheet and Consent form Interview study

INFORMATION SHEET

Title of Project Qualitative study to assess the suffering and distress in breast cancer

patients undergoing radiotherapy and surgery.

Coordinating centre Department of Pain and Palliative Medicine, Amrita Institute of Medical

Sciences and Research centre, Elamakkara P O, Kochi, Kerala, India
Patient Details

Name

Hospital MRD

Invitation:

We are conducting a study to understand the experience of breast cancer patients
undergoing radiotherapy and surgery. You are invited to be part of the above titled research
study to explore the experience of distress/suffering women with breast cancer with special
focus on patients undergoing radiotherapy and surgery. Please go through the details of

project below
What is being studied?

Breast cancer is the commonest form of cancer among women of all racial and ethnic groups
and is the most common cancer among women all over India. The women diagnosed with
breast cancer often seem to have psychological symptoms due to the considerable distress
associated with cancer diagnosis, fear of relapse or death, body image issues, treatment

related side effects and many others.

In the proposed research study, we plan to systemically explore the experience of women

with breast cancer undergoing treatment with special focus on psychological symptoms.
What are the methods employed in the study?

We will be conducting non- structured interviews with the patients during any of the days
they attend for treatment. For the sake of data accuracy the interview will be recorded using

digital voice recorder.
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What are the Benefits?
Talking and discussing their thoughts might be therapeutic to some patients.

The results of study when published will increase awareness of health care professionals

caring for such patients in the future
Is participation compulsory?

Your participation in this study is voluntary. It is up to you to decide whether to participate
in this study. If you change your mind, you are free to withdraw from the study at any time
and without giving a reason. Your decision to participate or not will not affect the standard
of care you receive. You can withdraw from the study at any time and that refusal to

participate will not involve any penalty or loss of benefits to which You are already eligible

for.
How will the information collected in the study be used? (Confidentiality)

All the information collected as well recorded will be kept confidential. Your information will
be archived in a coded form. This will not include name, address or any other private
information. Your permission to the study doctor and staff to use this information as

described for the study does not automatically end at a particular time.
Name and Contact Details of the Investigator:

Dr Sunitha Daniel

Tel: 0484- 2801234, Extn —3012/3017

Declaration of Consent

| confirm that | have read the written information for study, “-----Qualitative observational

study to assess the level of suffering and distress in breast cancer patients undergoing

radiotherapy and surgery. ”, and confirm that | have had the opportunity to
ask questions about this study and | am satisfied with the answers and explanations that
have been provided.. | understand my participation is voluntary and that | am free to

withdraw at any time, without giving reason | agree to take part in this study.

Signature of Patient

305



Date: dd/ mmm/ yyyy
Name of patient

Name & Signature of Investigator

Date: dd/ mmm/ yyyy
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8.4 Appendix 4 Consent form Malayalam: Interview study
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8.5 Appendix 5 Topic guide: Interview Study

Prompts for focussed interview

e Could you tell me more about yourself and the reasons for coming to the hospital?
e Could you tell me more about your experience after being diagnosed with cancer?
e Could you tell more about how you feel after you came to know the diagnosis?
e Could you tell more about treatment that you are receiving /received?
o Tell me about your understanding of the treatment.
o Practical difficulties
o Side effects-radiotherapy
o Surgery: how did you feel after having your breast removed? How has this
affected your relationship with your partner/spouse?
e Could you tell how do you feel about the treatment?
e Could you tell how you view your life after the diagnosis?
Could you tell more about the hopes in your life and whether it has changed since

e diagnosis?

e Could you tell more about your daily activities?

e During your treatment period, were you mentally disturbed in any way?

e Areyou able to talk about it with anyone?

e Could you tell more about how you have been coping with the current situation?

e What resources have you drawn to cope with your suffering?

e How did you cope with difficult times in your life before you had cancer?

e Has having cancer changed how you cope with things in your life?

e Has having cancer changed your role in family and expectations by other family
members?

e Does faith or spirituality play a part in your life? In what way?

e Can you tell me more about that?

How do you feel about talking about this and the interview?
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8.6 Appendix 6 Table showing the themes, subthemes, codes and quotes of Interview study

Themes

Subthemes

Codes

Quotes

Far-reaching
psychological

distress

Anxiety

Anxiety, fear,
uncertainty, worries

about future

Anxiety in relation to:
Effect on function,
Inability to do physical
activity, Change in
routine habits and
Impact on sexual
function, Surprise,

unexpected

‘In my family in all these years there is a history of heart attack, my father’s father had
it. I was expecting that since | am a bit overweight (laughs) | would be getting that and

I never thought that | would get cancer’ (Participant 17;aged (40-50))

‘I don’t talk about my distress to others; | feel that | have to suffer my problems. Also
nobody asks specifically--- and | always say there is no problem, everything is ok | don’t
have any problem, | am taking treatment---. But others are scared; they are scared

that it has happened to me’ (Participant 11,aged 40-50)

‘I never thought it is going to be this, | was convinced that | will not get this disease,
somebody mentioned the word carcinoma and | didn’t know that it meant this, |
always thought the word was cancer, also there was a mention of malignancy in
mammogram, | didn’t know that was cancer either. So when doctor told me the result,
I said | didn’t understand. Then he explained that it is the first stage of cancer: then |

was really shocked’ (Participant 7; aged 40-50)
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‘My main thoughts were, my children are still young, | have a husband, | am the one

who looks after everything in house...( Participant 14;aged 50-60)

‘But when chemotherapy started | had lots of issues, | was alone in house with nobody
to help me as | am used to doing things on my own, my mind was always tensed
thinking ‘how did this happen to me, ‘oh, it has happened to me’ and | keep thinking
about other people dying. | am normally an anxious person and | worry about small

things and | had problems with depression in past... (Participant 13; aged (60-70))

‘I keep worrying about whether the disease will come again. | listen to doctor talking
on radio and they say it could come again; some doctors say after some time it could
come again. Here also when | see other patients, they say they had it before, and it has
come back second time. But my test are negative in armpit so | am a bit relieved’.

(Participant 11; aged (40-50))

Initially | was sad, (tearful) (pause) then everybody talked to me and reassured me. |
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know about the disease as | work in medical field, but when | thought about the future
(pause) (voice breaking) | was sadder. My children were not settled, my son was
studying a course in Engineering, thinking all that (voice breaking), and younger son is
studying in school. Husband has retired from work. Thinking of all that made me sad.
Then | started giving reassurance to my mind, by praying to God.’ (Participant 15; age

50-60)

I have this fear inside my mind about if the disease will recur. But doctor said it will not
recur. Because it has been removed thoroughly. Also, five radiations were given inside
the body. Along with that surgery here it is after that | am undergoing radiation
outside my body. So, the doctor said () my doctor and Dr. Vijayakumar have assuredly

told me that it will not recur’ (Participant 6; age 50-60)

‘I haven’t had any contact since the diagnosis, mainly because | am too tired and
fatigued to do it and my husband is accepting that. He doesn’t have any problem with

that’. (Participant 16; age (40-50))
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‘I have some problems with my bladder and have difficulties sitting down, so | can't
clean myself properly, husband is still keen on having sex, so it is a problem, also if
we don't have physical contact he might develop some prostate problems, so | am

worried about that (Participant 12; aged (60-70))

‘I didn’t feel any different but thinking about the future | have anxiety. (pause) But |
have great support from family, younger brother; he works locally so he used to come
with me all the time, my older brother is abroad. My mother is around, they all help

me’. (Participant 15; age 50-60)

‘So I was anxious and especially when chemo started and | had problems | was worried
whether | would be able to complete it till the end, there was so much difficulty, it took
nearly 10 days for me to get up and sit on the bed. It could be different for different
people depending on their health if my body’s resistance is low so probably it is that.
Also | couldn’t eat any food and so my body becomes very weak. Mainly it was
vomiting and tiredness. Then towards the third week after first cycle | started losing my

hair.” (Participant 16; age (40-50)
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| went into the room | was very scared, worried about the stab from radiation. Once |
had the first dose, | was fine. Also | had to hold my breath, which | was not very

confident in doing initially, then | got used to it. (Participant 7; aged 40-50)

| used to face all my problems bravely in the past, now | don't have much courage. |
have noticed that I lost all my confidence even some time before | was diagnosed, |
was scared, | keep having thoughts in my mind, when | think about the news of road
traffic accidents, | keep thinking about that, then | worry about that. Even in television
when | see in movies people fight among themselves, | get upset. | am very sensitive
about these things. | used to be very bold and face everything, now | don't have any

courage. Now | just exist with the support of my husband’ (Participant 12; aged (60-70)

Now since the diagnosis we haven't had much contact, it has not affected our
relationship, husband is not much bothered, we are more like friends and that is not
the most important thing for both of us. Our kids have grown up and are in our house,
husband goes to work at night sometimes, so it has not been possible but both of us

are not affected by that. My husband has not told anything to me and he usually says
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everything so | will know if there is any problem. (Participant 14 age ( 50-60)

‘I haven’t had any contact since the diagnosis, mainly because | am too tired and
fatigued to do it and my husband is accepting that. He doesn’t have any problem with

that’. (Participant 16; age (40-50)

My interest for sex is coming down, it has been so for the past few years, | don’t feel
mentally ready for that and | am also diabetic and | am old now, it is not due to

disease, and my husband is also not very keen now (Participant 13; aged (60-70)

No we haven’t any sexual intercourse since disease, before the diagnosis it was not
very frequent but | haven’t had any since the diagnosis. But it has not affected our
relationship and husband also does not have any problem due to that’ (Participant 9;

age 50-60)

We haven’t had any sexual contact since diagnosis; | am planning to ask doctor

whether it is ok to do it now. Once I got the diagnosis and during treatment, | was very
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tired and also, | was worried that having sexual intercourse can lead to infection. So, |

want to check with doctor about it’ (Participant 11; age 40-50)

Depression

Sleep issues, Loss, grief
Lack of interest

Loss of hope

‘So, when | saw Dr X for the first time, | did not say anything, | was crying throughout
the consultation. My husband did all the talking; | was sitting and crying there all the
time’ (Participant 7; aged 40-50)

‘Of course, when | was diagnosed with this disease- because all say this is a terrible
disease- | started thinking that | am doomed for a life time that my near and dear ones
will undergo great mental suffering, because it has always been me who stood as a
pillar that supported our family. That caused me great pain. Even now | am in that

pain’ (Participant 2; aged 60-70)

Still, I don't know whether it is due to my age, but | don't have the desire to live longer
also. But thinking about my children and husband, if something happens to me, they
will not be able to bear it. | have enough of my life, | am fed up of life’ (Participant 12;
aged (60-70)
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‘So, during chemotherapy, when | am alone in house, | become upset thinking about lot
of things and had problems with all the medications. | lost my appetite, | am not able
to go out of the house, | started losing my hair. | became more and lower in mood’

(Participant 13; aged (60-70)

I am sad and disappointed that this has happened to me, | worked as a nurse in North
India, I was very supportive to all patients. | was held in high esteem by my peers
where | was working. | have looked after similar patients also some staff also had this
disease who used to work with me, but the treatment at those hospitals were not good
enough and also family support is not good enough there, so we decided to come here.
It is 6 months since diagnosis and | have been like this since then, | do cry in between’

(Participant 15; age 50-60)

On the whole | feel disappointed with life, my daughter and husband are very
supportive and guide me a lot. My friends, relatives and well-wishers all guide me and
talk about positive thinking, but still, | am disappointed. Also, | am scared now,

thinking about future, what if something negative happen? | always think like that’
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(Participant 12; aged (60-70)

Initially | was sad, (tearful) (pause) then everybody talked to me and reassured me. |
know about the disease as | work in medical field, but when | thought about the future
(pause) (voice breaking) | was sadder. My children were not settled, my son was
studying a course in Engineering, thinking all that (voice breaking), and younger son is
studying in school. Husband has retired from work. Thinking of all that made me sad.
Then | started giving reassurance to my mind, by praying to God’ (Participant 15; age

50-60)

Other
psychological

response

Guilt, Blame, Shock,
Anger, Inability to talk

about problems

Distress due to physical
side effects of
treatment, Alopecia,
scarring, skin changes,

Lymphedema,

‘If  had come earlier the chemo would have been avoided, it had become 2 cm about
1.5 to 2cm, if | had come earlier maybe if it was less than 1cm... (Participant 17; aged

(40-50))

But I am upset that | am not able to help her back or support her. If my daughter
becomes pregnant again, | will have to look after her and her kids, | am not able to do

that now. She had a late marriage, she was about 28 when she got married, now it is
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Treatment experience,

body image

about 3 years. | used to tell her as soon as she got a job to get married, but she didn’t
want it. If it had happened earlier then | could have managed everything before |

retired from work. (Participant 12 age 60-70)

‘I was also very angry initially, when | reached home after chemotherapy due the
discomfort in my body, | used to get very angry and | used to speak angrily with all my
family. | used to answer back to my family members, so my husband was angry with

me.’ (Participant 9; aged 50-60)

Since the surgery, | have lost interest in the general housework that | used to do before;
even when | am doing it | am very slow. | still manage to do a bit of cooking but don't
do anything else; | have lost interest in anything. | used to be very active before, used

to lead a busy life. (Participant 12 age 60-70)

No nothing has changed. (Low voice) Only now the doctor here was telling that if |
had come to this hospital 2 years back when | first detected swelling, | could have been

treated by oral medicines (Participant 5; age 70-80)
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‘After coming back to our home town both of us are alone. Where | used to work, we
used to live in official accommodation and there used to be lots of neighbours near our
house, now | am alone and isolated in my house, so that has also affected my mood.
There it used to be an active life brighter and felt more active, here | feel very isolated.

(Participant 12 age 60-70)

‘Like I am able to talk to you also openly, but normally | don't talk to anybody or | don't
open up easily. | don't talk to others because they don't retain what we tell them, they
interpret in their own way. They also exaggerate and speak to others like that.

(Participant 14; aged (50-60))

Even that after watching for some time, | become fed up of that. Then | help my
husband to cook the breakfast. | don't have any interest in anything. I find it difficult to
spend time. | go and lie down for a long time, husband says don't lie down all the time.

He is also upset thinking about me, that | am not active anymore; | used to be very
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active before. If | develop any complications due to being inactive, then my husband

has to deal with that’. . (Participant 12 age 60-70)

‘I am glad that | talked to you as | realise that | am able to talk about my disease and
answer the questions in detail. | didn’t realise that | would be able to talk like this. | am

glad I did it’ (Participant 16; aged (40-50))

‘I can't do anything on my own independently, | can't even travel on my own, because
of this pain in knee, | don't travel in bus, we keep a driver for our car and travel
everywhere. | have always been like that; | need my husband's support for doing
everything. | used to work, my salary would come to my account, but all the financial
management has been my husband. | didn't have to know about anything. | only used

to do all the cooking and house work. (Participant 12 age 60-70)

Distress due
to physical
side effects

of treatment

Hair loss, mastectomy,

Lymphoedema,
Physical pain nausea

vomiting appetite taste

‘I lost a lot of hair, | had long and thick hair, so | was very sad when I lost my hair, my

hair was not even grey, it was still black in spite of my age. Now it is coming back and |
am getting more grey hair now. All people used to comment on my long black hair but
now everything is gone. My daughter had got a wig for me, | used it a couple of times

when | went to temple, but when | used it | felt strange, so mentally | was not
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Alopecia surgical scar
skin changes, Fatigue,

body image

comfortable in using that.” (Participant 12; aged (60-70)

‘That disease might not be a good cancer and is likely to be risky, but | only have to be
ashamed of hair loss, but in front of people they think that hair loss is an important

indicator of disease severity (laughs). (Participant 17; aged 40-50)

No nothing, but | lost my hair during chemotherapy at that time | was really upset, ie
to face people. | lost all my hair, it was full bald, so | was putting scarf, But | managed

and | was not upset after that’ (Participant 7;age 40-50)

I had lumpectomy and then reconstruction with flap, the doctor said that either we can
do the mastectomy or doing lumpectomy alone should be fine. But when we do
lumpectomy alone there would be a gap and so should do flap. | agreed to flap, as
doctor explained that when mastectomy is done and later | might become upset or
irritated on seeing my body, he said it might or might not happen. When we look at

our body in future, | should not regret the decision. (Participant 16; aged 40-50)
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‘I it is in temple then definitely there will be questions about why | have covered my
head. Even people who know us would say “Oh you have lost all your hair”? Then we
will have to explain everything. So, | don’t go to temple but pray in the house, prayer is

the one that leads me forward.” (Participant 16; aged 40-50)

‘I had brought a wig, but you see | have a grandchild and | was worried what will the
kids think If they see me wearing that and | wore it once but | felt uncomfortable
wearing that in front of kids even though they didn’t say anything. So, | have not worn

it since.” (Participant 18; aged (50-60))

‘I didn’t have much problem but loss of hair is the most troublesome (laughs) | thought
I wouldn’t lose much hair in the first chemotherapy but when | lost it | had a difficult
feeling then | got adjusted, now that it has started coming back | am feeling better but
initially when | had lost all the hair | was upset, even people will be staring (laughs)’

(Participant 17; aged 40-50)

‘During the first 2-3days when | had chemo, | was feeling very unwell and nauseous all
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the time. | was tired all the time. Then it will settle after 3-4 days and | will be back to
my routine with housework. I lost all my hair, now | am keeping a wig. | was upset
when | lost my hair. Doctor said it is ok, even if | lose my hair, it will come back, it is

important to treat the disease’ (Participant 20; age 50-60)

‘I was not worried about surgery but more about chemotherapy due to the hair loss. |
was thinking about that all the time. | never thought about the surgery and | was not
scared about anything related to surgery. But my main worry was | will lose my hair

due to chemotherapy’ (Participant 7; age 40-50)

‘I do feel a bit upset especially now | have depended on others for help, as | used to
everything on my own before. Also losing my hair has made me sad, | find it difficult to
face others, especially when people come to my house and notice that | don’t have

hair.” (Participant 20; age 50-60)

‘Another reason is my hair; | don’t want to go to temple tying the scarf on my head.

Probably that is the reason and | am upset about it. It is more in the past few days, but
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I still can’t do it. Then | think “let radiation be over and | will start doing it gradually”

(Participant 7; age 40-50)

I had total mastectomy and | am a bit upset about that, especially when sitting down
there is some disfigurement, so | have to be very careful about appearance while

sitting down’ (Participant 12; aged (60-70)

Initially when | heard about it, | did not like it, initially they said they won’t do surgery
but will give radiotherapy. Then everybody said it is better to remove it. Then they said
about breast reconstruction, but then | felt | am 60 years old now, so what is the point
now? So, | agreed for mastectomy. Then there was my neighbour, he works in the bank
as manger and his wife had mastectomy, and she was younger than me. So, | felt they

all had it done and lead a normal life so why can’t I do it. (Participant 13; age 60-70)

Also, | can't use my left hand properly as before, not able to take weight, have to be
very careful about not having cuts or breaks in skin. Also, when | lift the hand, it is

uncomfortable, and | can't do anything with that. | am so upset that it has happened, |
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have been working till the age of 60, | have just retired from my work and settled in my
home town and when this happened suddenly, | was really upset’ (Participant 12; aged

(60-70)

Now when | have a wash and | become upset when | see it, | am a human it is only
natural. So that is the only problem. When | go out and sometimes at home, | wear
pads to support breast, | have purchased few. | feel hot sometimes then | remove it and
if someone comes to house just were a towel over dress to cover it. Also, | am 60 years
now so why should I bother about it. When | go outside, | disguise it properly so that
nobody would know about it. In house people might come and visit unexpectedly so |
just do something quickly to cover it up. But even if somebody knows about it, | don’t

care as | am old now. (Participant 13; age 60-70)

‘I discussed it with doctor (not Dr Y) and he was saying “Oh you will lose all of it”
jokingly. He didn’t give importance to it (nervous laugh) | used to care for my hair a lot-
--- and I already had short hair —then--- | got used to it. Now | am upset that it is not
growing back and every day | keep checking to see whether it is growing back.

(Participant 18; aged 50-60)
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| felt upset at the thought of going in front of other people, because | usually go out all
the time especially, to temples to read religious books in groups like Ramayan,
Bhagavad Gita, etc So in front of others | felt uncomfortable and the thought about
mingling with other people with single breast especially since | am hefty, | felt it would

cause some difficulty for me. (Participant 9; age 50-60)

‘No, | was not upset about that, | am not young, | am now old, I also know that there
are new methods to cover that. But | don’t need any of that, | am now old and | was

not upset by that’ (Participant 10; aged 60-70)

‘I was a bit upset thinking about that but then realised if | have a disease then there

is no other way and no point in keeping it. (Participant 15; aged 50-60)

‘I had total mastectomy and | am a bit upset about that, especially when sitting down
there is some disfigurement, so | have to be very careful about appearance while

sitting down.’ (Participant 12; aged 60-70)
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Getting on with
life

Making
sense of the

disease

Disease perception,
understanding,
knowledge by patient,

why me

‘My understanding is that surgery has completely cured it and chemotherapy also
helped in the removal, if anything is left behind then radiation is to destroy the cells by
burning them.” (Participant 12; aged (60-70)

I always keep thinking what the reason is. One should know what the exact reason is.
Doctor told me, some cells in my body have become defective and they multiply. This
can happen in any part of the body. that was all he told me. But | do not know why this

is happening’ (Participant 2 age 60-70)

Once my family knew about the diagnosis, they have all contacted me and said |
should go and get treatment immediately; also, they are upset that | got the disease
and nobody in our family has it before, so why did | get it.? All my sisters support me,

then my children and then husband’ (Participant 8; age 50-60)

Then | consulted Dr X and then | felt better and | am now about 90 % better. But still do

occasionally think, ‘this has happened to me’, ‘| am the only one who got it’. Such
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thoughts were coming to my mind’ (Participant 13; age 60-70)

‘I also had such thoughts. | thought, why God let me had this disease when my
husband himself was ailing. Then | thought this might be God testing me, so that |
could know Him better. | find relief in that thought (Participant 1 age;70-80)

| know about the treatment; | believe it is to prevent recurrence. Radiotherapy is done
to burn any residual tissue left behind. | did not have any problem during radiotherapy.

I did not have any concerns or worries about radiotherapy’ (Participant 10; age 60-70)

Doctor has not told me much details, | just know that radiotherapy is to destroy the
cancer cells completely, is that right? | have not been told anything more than that. |
did not have any fears about it. Right now, | have developed some skin changes as well

as burning sensation during radiotherapy’ (Participant 18; age 50-60)

‘I know that surgery was done because | had the swelling and it needs to be removed, |

don’t know why chemotherapy was done. | have heard people say that chemotherapy
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is done so that the tumour shrinks | don’t know anything more than that, | also know
about radiotherapy that it is used to burn the tissues but | don’t know anything more

than that. (Participant 9; age 50-60)

Actively
seeking

information

Seeking knowledge

Utilisation of resources

‘I read about things, | try to be bold and brave in the situation rather than thinking |
have a terrible disease. | gather information as much as possible, now there are lot of
printed material available which are good sources of information. | am not scared
about reading and getting more knowledge, especially there are lot of misconceptions

among people.’ (Participant 14; aged 50-60)

‘Prayer, studying, reading more about it, else | was in a shocked stage, but knowing
that it is different from other cancers, | hope it is true, if it is detected in primary stage
there is 98% chance of cure, the doctor also reassures me that good cure rate with

surgery at early stage and results look positive.” (Participant 17; aged 40-50)

‘1'also keep reading books about the disease and radiation, so | didn't have any fears

about that and | gained more understanding. Everybody thinks that it is like passing

331




electric current to body, will be painful like injection and people keep telling that to me’

(Participant 14; age 50-60)

Also, | read a lot, watch educational programs in television, so | don't get bored or |
don't have unnecessary thoughts and | also sleep well at night as | am active in the

day. (Participant 14; age 50-60)

Role of
medical

professional

Role of medical

professionals

‘Also, the consulting doctors are a relief; Dr X and Dr Y are very good at explaining
things and we can ask them anything. Some doctors we can't ask anything.’

(Participant 14; aged (50-60)

Even the doctor was very supportive, said that there is nothing to fear and there is
treatment for anything now. So, | had the support of doctor and family, so it hasn’t

affected me mentally till now. (Participant 14; age 50-60)

But now after coming here and seeing other patients, meeting health professionals
and seeing all treatment, my thoughts are better. Now | have confidence that | can

face whatever that comes to me. (Participant 14; age 50-60)
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‘So, the doctor reassured me a lot, was very consoling, he was like a brother to me. |
had worries about this hospital; we didn’t know much about it as we have never visited
here before. It was the first time we had come to this hospital. But after seeing the
doctor we were very satisfied with all the care and decided not to go anywhere else.

(Participant 13; age 60-70)

His counselling is the reason | am so strong mentally. Initially | was scared, my
daughter is working in Bangalore, | have only my husband with me, so | had a bad
feeling, but the Doctor and his words------ (crying)---then | had no problem, had full

confidence. | will recover from this (Participant 4, age 50-60)

Practical

aspects

Access to care,

transport
Economic, Financial

lack of resources

‘Because | was thinking that we would have to spend lot of money, then my son said,
mother you should not think like that, money is not an issue, the important thing is to

get recovered from the disease.” (Participant 6; aged 50-60)

‘Initially doctor said | need 16 doses of chemotherapy and then because | had problems
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in travelling and my son couldn’t take time off work and come all the time, so we

discussed it with doctor and changed it to eight.” (Participant 10; aged 60-70)

‘During chemotherapy | was accompanied by my father, sister and husband and during
radiotherapy my father is coming with me. On the first day my husband and sister
came and now father is coming. | had 18 days of treatment and father comes with me

daily. The daily travel is a bit of hassle but otherwise ok’.

(Participant 11; age 40-50)

So, we went back to RCC just to do radiotherapy. But they were not happy to treat us,
they said they are busy there and they gave a late date, so we called here again, they
said we should not delay it. So, we came back here, we go back to our place every
weekend and then come here for treatment in other days. So, | am doing radiotherapy

here. (Participant 11; age 40-50)

New way to

live normal

Rationalisation

Information

‘No, it is more hobbies like looking after my plants and vegetables, cooking my

favorite recipes, doing things around the house that | like, watch my favorite
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Intellectualization

Pragmatism, stoicism,

acceptance
Positive thinking
Maintaining normal

Practical, active,
adaptation, personal

life style change

Keeping busy

programs on TV. | try and do things | enjoy so that | don’t become upset thinking

about my disease.’ (Participant 13; aged (60-70)

| read about things, I try to be bold and brave in the situation rather than thinking |
have a terrible disease. | gather information as much as possible now there are lot of
printed material available, which are good sources of information. | am not scared
about reading and getting more knowledge, especially there are lot of misconceptions

among people. (Participant 14; age 50-60)

‘There are a lot of people near our house who has had surgery long time ago about 10
to 23 years and they are all fine and alive now. So, seeing them is a great relief and
they have come and talked to me and gave me support. There were times when | was
really upset especially during chemotherapy when | felt that | was not able to do much

but now gradually | feel better’

(Participant 10; age 60-70)

Then | felt reassured and braver as the doctor said that our mental strength is very
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important to ensure a cure for the disease. It is not just treatment but our faith in
treatment is also important. Later | was not scared, then when | went in for surgery, |
was scared but doctor was very caring and did a good job and asked me not to worry

and reassured me. (Participant 10; age 60-70)

I had some strength, everybody has problems, but | just face them bravely and move
on in life, | have strength in my mind. Also, my husband is very supportive. If | have any

problem he consoles me, so | didn’t have any problem’

Participant 10; age 60-70)

‘Just like | told you, | was very bold, so | didn’t feel upset or think why this has
happened to me..... Now | have got the disease, | need to get on with treatment and
get on with my life. | did not feel like ‘Oh, this has happened to my life”, nothing like
that. (Participant 4; age 50-60)

I get up as usual in the morning and do my daily work in the house; | avoid lifting heavy

weights but do all other work. After the radiation treatment, | feel my body heat is
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more especially in my head, | feel it is hotter, so | don’t do much work in kitchen. My
mother is at home so | just help her in the kitchen. Whatever | am able to do, | do it at

home. (Participant 7; age 40-50)

| make breakfast then work in garden, look after my plants. Then | do the cooking for
lunch time, | do everything on my own, very rarely we buy food from outside, even
during treatment time, | used to do it on my own. | don’t like asking anybody else for
help; my daughter helps me when she can. But | don’t like anybody else doing the
cooking, | have to do it as | like, | have specific likes and | want to do it like that. Even
doctor has advised me that If can do light work then | should do it but if | am tired |
should lie down and take rest. So, whenever | am hungry or feel like special food, | cook

and eat. | don’t rely on anybody else

(Participant 13; age 60-70)

Also, | read a lot, watch educational programs in television, so | don't get bored or |
don't have unnecessary thoughts and | also sleep well at night as | am active in the

day. ( Participant 14;age 50-60)
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No, my hopes have increased, | would like to do more things now, especially in house,
look after my plants. Plants are the most important thing for me; | want to buy new
plants and other new things. | have hopes in my life. What is the point in living without
any hopes or feeling numb in mind? | think my hopes have increased from before. My
desire for material things has gone up. | never used to like going out or going travelling
before. But now | want to go travelling, | want to go to my daughter’s house and stay
there occasionally. | feel that | should spend more time with family daughter and
grandchildren look after them, look after my plants. My plants are my life. So my hopes

have increased, | don’t feel low at all.(Participant 13;age 60-70)

New future

Responsibility for

people
Action: warn others
Raising awareness

Positive thinking:

Resilience

Caring for self, hobbies

‘I pray that nobody else would get this disease, whatever we say that we are not
upset; this disease is a great sorrow for everyone. So whenever anybody or my
colleagues call me to talk about this and | ask them and | advise them that even
when they see any small swelling, | ask them to check it out so that nobody develops

into this disease.’ (Participant 16; aged (40-50)

Yes, | am able to talk about it and if | talk about it, | feel that if they want to give any

advice they can and we can accept any good advice in that. Also, other people can be
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Emotional resilience
Facing up to the future

Downwards

comparison

warned about my condition and take necessary precautions, they can check for
symptoms and take the necessary action if needed. | talk only to people like that, those

| am comfortable with. (Participant 16; aged (40-50)

Then | also have heard about people who are much older, who had the disease and not
taken medical treatment leading to ulceration and if they had sought medical help
earlier the treatment could have been done without much complication. So, | feel that |
need to do something to increase awareness level among people, | feel strongly about
it,  am not sure whether | will be able to do that. | also want to learn more about it’

(Participant 17; age 40-50)

I think it is a good idea, if other people are able to know about us and understand our
problems, | know a person who comes here and | talk to her and | encourage her to
think more positively. So, | believe that others who hear this will benefit from it. |
believe those who had the disease are able to talk more about it’. (Participant 18;age

50-60)
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No, it is more hobbies like looking after my plants and vegetables, cooking my
favourite recipes, doing things around the house that I like, watch my favourite
programmes on TV. | try and do things | enjoy so that | don’t become upset thinking

about my disease. (Participant 13; age 60-70)

I had some strength, everybody has problems, but | just face them bravely and move
on in life, | have strength in my mind. Also, my husband is very supportive. If | have any

problem he consoles me, so | didn’t have any problem

(Participant 10; age 60-70)

No, | have never felt like that, | don’t think what | have gone through is suffering,
compared to what some people have to go through in their lives. | observe other
people, and then | read about things, | like observing people and learning from their
problems. There are programmes in television that shows about other people’s life and
their problems. | see them regularly. Some people find it distressing to watch, but | like
it. When | see that, | think “God, they have so much problems and my problems are
nothing compared to theirs” and | pray that God would look after them and make

them well. | also watch religious channel of our community and | enjoy watching them.
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(Participant 13; age 60-70)

Support system

Family and

friends

Role of family in

decision making

Relationship with
husband

Family changes, role in

family

Feeling of burden to

family

Role of friends

‘Family was very supportive; my sister-in-law has come from Abu Dhabi to look after
me, so that she can accompany me while | go for radiotherapy. Sometimes my
husband comes with me and some days she accompanies me, someday she stays at
home to get my kids ready for college every day. Before that my husband’s sister who
is in Bahrain, came over during chemotherapy and stayed for the entire time. They all

have been very supportive.’ (Participant 20; aged 50-60)

‘My husband is finding it very difficult to cope, especially taking time away from work
and we try and manage between ourselves especially my son and brothers; but they

also have family and so can't spend lot of time with me. Also, my son has exams now,
so it is difficult to take time off. But when | think about my husband, | am a bit upset.’

(Participant 14; aged 50-60)

‘I didn’t know about this decision. Once | was in the theatre, they discussed with my

husband about it and he said to go ahead with reconstruction. But now [ feel they
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shouldn’t have done the reconstruction as it is causing me more discomfort ...”

(Participant 3; aged 60-70)

That troubled me because it is not proper that a man stays at home without doing any
job. My daughter in law is employed. She goes to her office in the morning and comes
back in the evening. All that gives me some mental trouble. | hope he would get a job
here. It has been six months since he came back. And in the meantime, | had this
disease. Sometimes also tend to think that God has made him stay back in order to
help me in this situation. Don’t you think so? | also think that way sometimes. He is
also greatly disturbed because | have this disease. He is taking care of me in all ways
possible. My daughter in law leaves for office after cooking food. It is he who takes me
here regularly and does all other needful things for me. | wish he gets a job before |

have to leave this world’(Participant 2;age 60-70)

‘I did not have support from husband. Maybe because | was always active, he was not
thinking that | was having this illness or | need some care because of that, he was not

very aware. (Participant 17; age40-50)

I am doing all the work so he was thinking | don’t have any problem (laughs), He is
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always like that not very caring, but | have to care for him a lot even if | have a lot of

illness---“(Participant 17; age40-50)

They asked me first and | said | would consult with my husband and decide. Then they
asked the question after | was in the theatre, so they asked my husband and he

answered in favour of reconstruction (Participant 3; age 60-70)

I had thought | wouldn’t go for any treatment; | am only doing this because my
children asked me to go for treatment, | felt | didn’t want any treatment. | felt that it is
a small lesion and will not spread so there is no need for treatment’(Participant 8; age

50-60)

‘My son came with me to get diagnosis. Initially for one month he was going into
depression, he is very attached to me, we have been alone in the house for a long time.
So, he became very upset, initially after first month he stopped talking to anyone, then
gradually he got better. He is still not concentrating in his studies as before’

(Participant 7; age 40-50)
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Faith

Prayer

Faith, spirituality, faith

fatalism

Bargaining with God

‘God has planned something for me and it will happen like that. God doesn't do
anything without a plan, also if something happens to me then God will provide for my
children. | have faith in God. | go to temples, take part in religious ceremonies, so |
believe that God wouldn’t let anything bad happen to me.” (Participant 14; aged 50-
60)

‘I am able to face others and speak with confidence to others and to you because of my
faith. | believe that the disease will be completely cured by treatment. | used to visit
temples but | don’t do it anymore, mainly due to my hair. Muslims can wear purdah
overhead but both Christians and Hindus people will notice if we cover our head.’

(Participant 16; aged 40-50)

‘I used to go to temple all the time even before | had this illness and | used to pray all
the time. But now since the diagnosis my faith seems to have decreased. | light the

lamp and pray but | don’t spend a long-time chanting prayer as | used to do. | used to
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spend lots of time in prayer before the illness. For the past few days, | have been
thinking about that actually but | don’t know the reason for my change in behaviour.’

(Participant 3; aged 60-70)

‘Then since the gynaecologist checked me, | didn't think this was going to happen, else
I would have been more cautious, | was also observing a penance as | was going to visit
a sacred temple. So, | did not do breast self-examination during that time, but my

doctor had checked me and said everything was clear.” (Participant 12; aged (60-70))

Community

Perception by

community

Lack of empathy from

professional

Social stigma
Social isolation
Invasion of privacy

Preference of female

doctor

‘Not really harassing, but they will ask me, “Oh, you have cancer? What happened?
Are you undergoing chemotherapy?” Even if somebody is not undergoing
chemotherapy treatment, they will say, she is. So, we get mentally disturbed.’

(Participant 1; aged 70-80)
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8.7 Appendix 7 Participant Information sheet Focus group study: staff
Participant leaflet

(Focus groups - staff)

THE HULL YORK
MEDICAL SCHOOL

PARTICIPANT INFORMATION LEAFLET: STAFF (FOCUS GROUP)

Title of study: Qualitative observational study to assess the level of suffering and distress in
breast cancer patients undergoing radiotherapy and surgery (SDBR).Error! Not a valid

bookmark self-reference.

We are inviting you to help us in our research study. If you would like some more

information, please feel free to contact us. Thank you for taking the time to read this.
Why is the study being done?

Women undergoing treatment for breast cancer can experience a variety of distress in
relation to the consequences of treatment, the disease. There is very little information
about how this affects Indian women. This study is conducting focus groups with health care

professionals regarding their thoughts about how this might affect women under their care.
Why have | been asked to take part?

You have been chosen because you are a health care professional that looks after patients

with breast cancer.

Do | have to take part?
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It is up to you to decide to join the study. If you agree to take part, we will ask you to sign a
consent form. You are free to withdraw at any time, without giving a reason. This would not

affect your employment in any way.
What will happen if | decided to take part in the study

One of the research team, Sunitha Daniel would contact you to notify you of the time and
place of the focus group. The focus group would consist of you and a group of health care
professionals and two researchers. The researchers will facilitate group discussion about
the issues faced by women with breast cancer. The focus group would take about one hour.

The interview would be audio recorded to make sure discussion is noted accurately.
What are the possible advantages or disadvantages of taking part in the study?

You may find it helpful to reflect on the care of these patients but there is no specific
advantage to you to taking part in this study. We are doing it to see if we can help the care
of patients with breast cancer in the future. We will give you an anonymous summary of the

discussion.
What if there is a problem?

If you have a concern about any aspect of this study, you may to speak to the researchers
who will do their best to answer your questions. We do not provide indemnity for the focus

group discussion and members participate at their own risk.
Will my taking part in the study be kept confidential?

Everything you tell us will be strictly confidential. Any information held on computer will be

password protected and all audio-recordings and written notes will be stored securely in
locked filing cabinets in the Research Department. The information will only be available to
the research team and transcripts will be anonymised. The files will be destroyed five years
after the study is complete. Anonymised information will be archived and may be used in

future research.

We may use quotes from your group discussion, but we will ensure that any identifying

information will be removed.

What will happen to the results of the research study?
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This research is part of an MD thesis, registered at the Hull York Medical School in England.
We also intend to write up our work in reports and papers for medical journals and
conferences. We would like to assure you that nothing published will be traceable back to

you.
Who is organising and funding the research?

The salary of the main researcher is paid by Amrita Institute Of Medical Sciences and

Research Centre, Kochi, India.
Who has reviewed the study?

This study has been reviewed and given favourable opinion by the Hull York Medical School

Research Ethics Committee.

This study is being carried out by researchers from Hull York Medical School and by Amrita

Institute Of Medical Sciences and Research Centre, Kochi. The research team are:

° Sunitha Daniel: Fellow in Pain and Palliative Medicine at by Amrita Institute Of

Medical Sciences and Research Centre, Kochi; Tel 0484; email sunithadaniel@nhs.net and

registered at the Hull York Medical School for the degree of MD.

° Dr. Chitra Venkateswaran: Consultant in Psycho Oncology and Palliative Care,

Amrita Institute of Medical Sciences and Research Centre, Kochi

) Dr Charu Singh, Additional Professor, Amrita Institute of Medical Sciences and

Research Centre, Kochi

) Dr Miriam Johnson: Professor of Palliative Medicine at the Hull York Medical School;

email Miriam.johnson@hyms.ac.uk

You will be able to find out more about the study by contacting Dr Sunitha Daniel.

If you do decide to take part in the study you will be given a signed copy of your consent

form.

Thank you very much for considering taking part in our research.
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8.8 Appendix 8 Participant Information sheet Focus group study: members of public
Participant leaflet

(Focus groups —members of public)

THE HULL YORK
MEDICAL SCHOOL

PARTICIPANT INFORMATION LEAFLET: MEMBERS OF PUBLIC (FOCUS GROUP)

Title of study: Qualitative observational study to assess the level of suffering and distress in
breast cancer patients undergoing radiotherapy and surgery (SDBR).Error! Not a valid

bookmark self-reference.

We are inviting you to help us in our research study. If you would like some more

information, please feel free to contact us. Thank you for taking the time to read this.
Why is the study being done?

Women undergoing treatment for breast cancer can experience a variety of distresses in
relation to the disease and its treatment. There is very little information about how this
affects Indian women. This study is conducting focus groups with members of the
community to explore the views of general public on the impact of breast cancer and its

treatment on all aspects of a women's life.
Why have | been asked to take part?

Since breast cancer is a common cancer in Indian subcontinent, you have been asked to
share your understanding of breast cancer and how it affects women in your community, as

a member of the general public.

Do | have to take part?
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It is up to you to decide to join the study. If you agree to take part, we will ask you to sign a

consent form. You are free to withdraw at any time, without giving a reason.
What will happen if | decided to take part in the study?

One of the research team, Sunitha Daniel would contact you to notify you of the time and
place of the focus group. The focus group would consist of you and a group of other people
from the community. The researchers will facilitate group discussion about the issues faced
by women with breast cancer. The focus group would take about one hour. The interview

would be audio recorded to make sure discussion is noted accurately.
What are the possible advantages or disadvantages of taking part in the study?

We are doing this study to see if we can help the care of patients with breast cancer in the
future. This will help us understand how experience of breast cancer is perceived by
members in the community. We will give you an anonymous summary of the study findings

once these have been analysed.
What if there is a problem?

If you have a concern about any aspect of this study, you may to speak to the researchers

who will do their best to answer your questions.

We do not provide indemnity for the focus group discussion and members participate at

their own risk.

It is possible that some issues discussed may be distressing for you, particularly if you have
some personal or family experience of breast cancer. If this occurs, you will have time to
decide whether to continue in the discussion and you will be supported by the group

facilitators who are experienced doctors.
Will my taking part in the study be kept confidential?

Everything you tell us will be strictly confidential. Any information held on computer will be

password protected and all audio-recordings and written notes will be stored securely in
locked filing cabinets in the Research Department. The information will only be available to
the research team and transcripts will be anonymised. The files will be destroyed five years

after the study is complete.
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We may use quotes from your group discussion, but we will ensure that any identifying

information will be removed.
Anonymised information will be archived and may be used in future research.
What will happen to the results of the research study?

This research is part of an MD thesis, registered at the Hull York Medical School in England.
We also intend to write up our work in reports and papers for medical journals and
conferences. We would like to assure you that nothing published will be traceable back to

you.
Who is organising and funding the research?

The salary of the main researcher is paid by Amrita Institute of Medical Sciences and

Research Centre, Kochi, India.
Who has reviewed the study?

This study has been reviewed and given favourable opinion by the Hull York Medical School

Research Ethics Committee.
Further information and contact details

This study is being carried out by researchers from Hull York Medical School and by Amrita

Institute of Medical Sciences and Research Centre, Kochi. The research team are:

e Sunitha Daniel: Fellow in Pain and Palliative Medicine at by Amrita Institute Of

Medical Sciences and Research Centre, Kochi; Tel 0484; email sunithadaniel@nhs.net

and registered at the Hull York Medical School for the degree of MD.

e Dr. Chitra Venkateswaran: Consultant in Psycho Oncology and Palliative Care,

Amrita Institute Of Medical Sciences and Research Centre, Kochi

e Dr Charu Singh, Additional Professor, Amrita Institute of Medical Sciences and

Research Centre, Kochi

e Dr Miriam Johnson: Professor of Palliative Medicine at the Hull York Medical School;

email Miriam.johnson@hyms.ac.uk

352


mailto:sunithadaniel@nhs.net
mailto:Miriam.johnson@hyms.ac.uk

You will be able to find out more about the study by contacting Dr Sunitha Daniel.

If you do decide to take part in the study you will be given a signed copy of your consent

form.

Thank you very much for considering taking part in our research.
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8.9 Appendix 9 Consent form English Focus group study: staff

AMRITA INSTITUTE OF MEDICAL SCIENCES

AND RESEARCH CENTRE
(An 150 9001 certified Hospital)

Participant Identification Number:

CONSENT FORM

Title of Project: Qualitative observational study to assess the level of suffering and distress in
breast cancer patients undergoing radiotherapy and surgery (SDBR).

Name of Researcher: Sunitha Daniel

Please initial all boxes

1. Iconfirm that | have read and understand the participant information sheet (staff)
dated 02/12/2015 (version 1) for the above study. | have had the opportunity to

consider the information, ask questions and have had these answered satisfactorily.

2. lunderstand that my participation is voluntary and that | am free to withdraw at any
time without giving any reason, without my legal rights being affected.

3. | understand that | participate at my own risk.

4. 1 give my permission for the interview will be audio recorded.

5. | agree that any quotes | provide during the interview may be used anonymously in
future publications by the study group.

6. |agree that anonymised data may be used by authorised researchers in future
studies ,

7. |agree to take part in the above study.

Name of Participant/Witness Date Signature

Name of Person Date Signature
taking consent.

Consent form date of issue:  02/12/2015
Consent form (STAFF) version number: 1 Page 1 of 1
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8.10 Appendix 10 Consent form Malayalam Focus group study: members of pub

AMRITA INSTITUTE OF MEDICAL SCIENCES
AND RESEARCH CENTRE

(AN IS0 9001 certified Hospital)
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8.11 Appendix 11 Ethics Approval form from Amrita Institute of Medical Sciences




8.12 Appendix 12 Ethics approval form from Hull York Medical School

17 December 2015

Dr Qunitha Daniel

clo

Professor Miriam Jbhnson
SDA

Hull York Medical School

Dear Dr Daniel

15 21 — Qualitative observational study to assessthe level of
suffering and distress in breast cancer patients un-dergoing
radiotherapy and surgery (SDBR).

Thank you for your application received on 11 December 2015 which |
have reviewed and note locd ethical approval has been given for the
main study. On behalf of the HYMS Bhics Committee, | am pleased to
inform you that your project has been given ethical approva. There are
some comments regarding your application in the attached documents
that we recommend you consider.

Please ensure that the documents used in the study are equivalent to the

atached referenced versions which you should retain for your records.

If during the course of the project you need to deviate significantly from

the above-approved document please inform me since written approval
will be required. Please dso inform me should you decide to terminate
the project prematurely.

| wish you success with this study.

Please let me know if | can be of further assistance.
Yours sincerely

4 / o ire
Dr Rhian Gabe

Chair
HYMS B hics Committee

RREMES

THE HULL YORK
MEDICAL SCHOOL

Tel 0870 1245500

The University of Hull
Hull
HU6 7RX

Fax 01482 464705

The University of York
Heslington

York

YO105DD

Fax 01904 321696

www.hyms.ac.uk

232 XN
UNI\_/ERSIT:I{GOF Hull

THE UNIVERSITY 0f/rk
In association with the m
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8.13 Appendix 13 Themes subthemes and quotes from focus group discussion

Themes

Subthemes

Codes

Quotes

Psychosocial issues

related to diagnosis

Recognition of
psychological

distress

Distress ,Need for
psychological
support, lack of
time for doctors,
lack of
psychological
support, shock,
disbelief, body
image, hair loss,
lack of
importance of
psychological

issues

When disease is diagnosed, instead of seeking treatment, she will
decide to keep the disease a secret, also that is a private part of my
body, even my husband will reject me, such a fear. All this is part of a
social stigma, what people have imposed on women saying a woman
should be like this. The stigma in Indian culture is a major factor in

this.” ( Volunteer2;3 Age 40-50)

There was a lady who was behaving abnormally at home, jumped
into a well. It was a cancer in the curable stage, even then patient
became like that, because of incomplete information. Then finally she
got admitted and was managed when she became well enough to
share her story she said’ don’t laugh | will tell you the reason, | was
told | will lose my hair, when the doctor said like that | thought why
should I live with no hair, my husband liked my hair and married me.”

(she had a lot of hair) (Nursel Age 50-60)
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tend to kind of prioritise and take care of the medical aspects and
leave all the rest of it thinking that it will sort out on its own.

(Doctor2/Male/40-50)

“they think these issues are a part of life, because most of them, they
are alone, their family goes out to work so there is no one to talk to
them, family just ensures that they are well at home when they come
back but do not ask how they feel when they are alone.” (Doctor 4

/Female 40-50)

And it is very difficult kind of for patients who are going through so
much of chaos in life, with no hair, who can’t eat anything, for them
to realise, ok these people are taking care of me, they might be
physically doing a lot of things, but how much of emotional support
they get, | am really not sure and that is the scenario where we find

things difficult. (Doctor2/Male/40-50)

The question is more of the psychology of that at that point of time.
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So again you have to find them a convincing enough reason to lose
their hair, if you can convince them , why it is needed, if you can give

them a better explanation for that. (Doctor2/Male/40-50)

surgeon can only answer in one word, a detailed conversation is not
possible there, so when they ask “ Will | lose my hair doctor?’ They
say yes, they can only answer that. But if they add one more sentence
like ‘don’t worry it will come back’ it might be more reassuring to

patient. (Nursel Age 50-60)

My daughter’s friend’s mother is always angry, she had lots of
problems in family due to her anger and it has affected her kid. Her
child used to come well looked after and well-dressed to school but
since her mother had diagnosis, she was not paying attention to child
and it affected the child’s appearance. She is always angry at
everyone. Her daughter had told me about that and said mother is

always angry and does things like that. (Nurse 3 Age 30-40)

“Then she had chemotherapy, radiation, lost all her hair and then she
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became very upset mentally. All these are the things they say, lot of
mental stress, losing hair so much, when they have their shower and
see the hair falling like water, they can’t bear it.” (Church1 Age 60-
70)

They get shocked in the beginning know about the illness, then cost
of the treatment ,that is too much for most to bear, for one who is
employed, it affects their job, they will not be able to go for job for
those days, the income, the household income, treatment cost affects

mostly.(Volunteer group 1,3 Age 60-70)

Most of us appreciate beauty and want to be beautiful (laughing), so
if we lose hair or skin becomes dark, | saw one of my friends recently
who had this disease, she was very fair, no since radiation, she
became very dark skinned and lost all her hair, seeing all that they
become depressed. When such changes happen in their body they
feel they are not the same, they are somebody else different.

(Church1 Age 60-70)
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Most of the women feel great mental agony when breast is removed.
Before surgery, all are given a psychological counselling now. That
does some good. Some patients do plastic surgery after the removal
surgery. But only those with money can afford that.(Volunteer group

1,8 age 40-50)

And thirdly, | will lose my identity. My long hair will fall off, my
breasts will be removed. My personality will change. Even if plastic
surgery is done, it is artificial is the thought inside me. (Volunteer

group 2; 3 (Age 40-50))

One of my friends, who had this, and lost her hair after radiation, she
used to hide, hide and live her life. She used to get into her car, and
into the lift, and treatment was in AH. She was beauty conscious and
hence she had lot of such problems. Once she had asked me to sleep
over since her husband was away, | went, and she had covered her

head with a black cloth, trying not to let us know anything about her
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and suppress any difficulty she has having unto herself, and then
psychological distress increases. Not only that, she didn't want
anyone to know, no one in the community. (Volunteer group 1; 4 (Age

40-50)

I think It should be a multidisciplinary team approach, | think, if you
want to really support them from the day one, sometimes we are not
looking at all the factors of their distress, because sometimes we take
certain decisions for them actually , we don’t ?support for eg: the
body image the patient may want to retain her breast and not to
undergo a mastectomy, but then she looks at the other factors like
the u know avoiding the radiation therapy, minimising the risk you
know risk perceptions also varies, sometimes people think that,
removing the breast itself is you know a better way of getting a
higher cure rate so enough time and enough confidence and enough
talking should be done in the beginning and probably the care givers
are you know work as a team and spend more time in the beginning
itself which never happens actually because everybody , patient is

also in a hurry to get the treatment done and you know we don’t
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really go into the depths of the patients needs and perceptions at
that point of time. Probably | think there are some areas in which we

can do a better job. (Doctor2/Male/40-50)

That is the most important concern, the figure change. But the nurse
who gives chemotherapy is able to educate the patient and they will
be able to accept the figure change, then they will be concerned
about what to do at home, | am a patient should | take rest all the
time? All these fears can be allayed in the first chemotherapy if the
nurse is educating the patient. | have a lot of experience in this
regard, for those patients whom we don’t educate, within first week;
they will be coming back with a neutropenic infection which will lead
to unwanted expenses. So this can be changed with education.

(Nursel Age 50-60)

Delayed diagnosis

cultural
impact/stigma,

strain on

Generally breast cancer is something which, in most, maybe western
countries it is screened and detected and screening is high but in

India there is no organised screening. (Doctorl Male/50-60)
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finances/ What | have noticed is that none of the women actually detect it in
awareness of the early stage. When | asked about the reason, the first reason was
disease, a busy life, second is lack of awareness. (Nurse4 Age 40-50)

importance of

family/ feeling of

Now these things like mammography, just like when health workers
being burden to

' _ used to collect samples from houses for filariasis etc., in a similar
family/ worries

. manner, with the support of the social leaders, government should
about family,

make it compulsory that after 35 years, all women should do
reluctance to

mammogram. ( Volunteer group 1; 8 Age 40-50)

seek medical

help, privacy,

government The general difficulty, one of the biggest thing is stigma, many people
funded are worried that if the news gets out, it is going to affect my
treatment, daughter’s marriage, my family in general. The marriage is the
variation with biggest concern of a lot of people. If there is a history of cancer, it
socio economic might somehow hinder future alliances in family. (Doctorl Male/50-
status, 60)

preference for

female doctor
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similarly, if even those who do not have the disease are made
compulsorily to undergo the detection tests, then it will be more
useful in detecting the disease. But there is no basic diagnosis
facilities available for a person to find out if he has, any part of his
body has been affected by cancer. There is no government level

arrangement for that. (Volunteer group 2; 1 (Age 50-60))

because it is the breast, and because of the difficulty to decide if it is
an illness by one self, | have seen a lot of patients who don’t feel like
seeing the doctor, once you know, then what has to be done, will
things need to be done like what we have seen in the community or
hospitals, will others get to know, will we have to take a lot of
medicines, should it be removed, after removal will this go to
secondaries, like this, lot of psychological distress is felt. (Volunteer

group 1; 2 (Age 50-60))

When surgery was suggested she was again reluctant, she was

wondering how she will wear her clothes, she used to call me so
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many times, | haven’t looked after patients with breast cancer, | have
only learned about it. Initially she had been feeling the swelling for
about 4 years prior to all things but was reluctant to talk to husband,
she was reluctant to talk to anyone, and she kept silent and finally did
surgery only last year. Now it has started in the opposite breast, and
we have asked her to come again, and do mammogram again but

she has not come yet. (Nurse3 (Age 30-40)

Today’s Indian woman is of the habit of living for others. She thinks
my life is meant for others. so she will hide the disease thinking other

will have to suffer for me. (Volunteer2; 3Age 40-50)

Initially many people hide the disease. Only after it spreads and
becomes unmanageable, it is communicated and then the situation

will be beyond cure. (Volunteer2; 1 Age 50-60)

| have been working in oncology for a long time and have seen lot of
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patients with breast cancer, and on evaluating them | found that
most of them are reluctant to talk about it when it first starts as a
swelling, they all consult doctors after a long time. So they will only

consult in the late stage. (Nurse 2 Age 30-40)

There can be problems finding the required amount for treatment. A
woman would be controlling everything in the family, there won’t be
anyone to take up the responsibility and this can affect them. Not just
being a mother there are other responsibilities also which the woman

needs to take up. (Church4 age (60-70))

But people from the lower class have financial difficulties to get the
tests done, also they find it difficult to go for a test leaving their day’s
job behind. Also they have to attend to the needs of their children,
husband, so even when they see something, they think this is a minor

problem and postpone the tests. Volunteer group 2; 3 (Age 40-50)
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mostly when it is breast cancer, they feel isolated from family, will the
love from the husband lessen, that is seen a lot. So they will keep it
for a long time, even if it is a small gland, not much developed, if they
go to the doctor, if the breast is removed, will there be a change in
the behaviour of others towards me, there is fear which is seen.(

Volunteer group 1; 4 (Age 40-50)

there will be children, husband, women need to look after the needs
of the husband. Even when women have this disease they have to
look after the needs of the husband and children. There is a woman
that | know of who has to look after the needs of the husband and
children even when she has this disease.( Church 1 (Age 60-70))

The social stigma behind the patients’ diagnosis of cancer is quite big
because the family support is not always what we expect. The close
family may be supporting but then the distant family, because we
have a close knit family like, it is not just a nuclear family, all of the

relatives will be there. (Doctor3/Female 50-60)
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because of that people who live in villages don’t know we can identify
or do breast self-examination or the treatment and its complications,

they don’t know anything about that (Nurse 4 Age 40-50)

“one of the biggest problems is stigma; many people are worried
that if the news gets out, it is going to affect my daughter’s marriage,

my family in general. (Doctor 5/Male 50-60)

When disease is diagnosed, instead of seeking treatment, she will
decide to keep the disease a secret, also that is a private part of my
body, even my husband will reject me, such a fear. If | am sick, who
will shoulder the financial burden of the treatment? (Volunteer group

2; 3 (Age 40-50))

I haven’t looked after patients but | had a relative who had breast
cancer about 10 years back. We live in a village and she had lots of

financial issues and we did a lot of fund raising for her treatment.
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Also for the education of her children, there wasn’t anybody to look
after her; she was a small child, so a lot of people helped with the
child’s education also. So | think financial issues are a great burden.

(Nurse 8 (Age 40-50)

They get shocked in the beginning know about the illness, then cost
of the treatment ,that is too much for most to bear, for one who is
employed, it affects their job, they will not be able to go for job for
those days, the income, the household income, treatment cost affects

mostly. (Volunteer group1; 3 (Age 60-70))

They don’t want to give more trouble to family or add to their trouble
of care givers that’s another thing. They always feel that when they
say they have got more pain or they are tired or they have got some
other issues, if they tell that their children will be more anxious and
children will have more problems, so they don’t want to do it.

(Doctor3/Female 50-60)
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I have to say something different, some patients who are educated
ladies they do breast self-examination and at very small size of
swelling people have identified due to their own personal initiation
and then they consult a local doctor and the doctor because it is small
size would send her back saying it is nothing and such patients have
gone back to those doctors and asked them to do a biopsy at their
own risk and compel the doctor to do it which would turn out to be

positive. (Nursel Age 50-60)

To avoid such treatment from expensive private hospitals, people
take some effort and struggle but go to regional cancer centres to get
treatment, even if the travel is so difficult, people tend to go like that.
Because they know that expense will be too much if they go to nearby

places.(Church 5 Age 60-70)

If we talk about cancer treatment, the drugs and all are very costly.

Usually what we see among patients is that above poverty line, once
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a treatment is over they become below poverty line. Since the
situation is like that, | think finance is the most important aspect that
we need to take into consideration. So if all these lifesaving drugs we
can get some incentive, | know government is doing a lot of things, |
don’t think it is sufficient,. So | think from the government some sort
of financial aid should be given to the patients who are suffering from

cancer. (Nurse5 (Age 60-70))

Some will think that this is so minute thing which | can tolerate
whereas family matters are more important like child’s education,
husband going for work or his meeting at work. Why do | have to
trouble them for such a trivial matter? Also some people think | have
to expose myself in the hospital or will there be female doctor to

consult. That is also an issue. (Nursel Age 50-60)

Generally the Indian women sacrifice a lot for the family and they
always keep their priorities the last. | had a lady whose husband had

rectal cancer , she actually did not reveal about her breast lump till
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her husband completed his full treatment , only after that she told me
that doctor | want you to look at my breast lump , then | realised that
it was a large lump and we have lost almost 4-5 months . So plenty

of people are like that ,they sacrifice a lot. (Doctor4/Female 40-50)

her second breast was also diagnosed with the disease. So now
though the doctor has told her chemotherapy was enough, she is not
doing it. The single reason being, if she loses her hair again, the
society will come to know of her disease again, that problem is
haunting that family, she is ready to die but not ready to give up her

hair...” (Volunteer2; 3 Age 40-50)

There was an example of a patient who was in the ICU and the
bystander, who was a teacher had some doubts that she has breast
cancer but in her condition she was not able to talk to anybody or get
the required medical attention .Her husband was in the ventilator for
about 2 months, from there he recovered and started working and
then she told about her condition. By that time it had spread all over.

(Nursel Age 50-60)
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Now most of the families are nuclear families now so if the woman
becomes sick, the day to day running of the family is really a problem.
Also if it is working women financial issues also comes and job related
issues so they will postpone the treatment till the job issues are
sorted and settled. So such kind of issues is also there. (Doctor 5/Male

50-60)

When she came here for chemotherapy and radiation, all the women
patients. They do not have anyone else at home, only the husbands
will be accompanying them, so their jobs will be affected, they will
have to take care of their wives, so that causes lot of mental suffering
for women. Even if they have good financial backup...also there are
many people who do not have the means..for food, or money..l have

seen many such people here. (Volunteer group 2; 8 (Age 40-50))

Psychosocial impact of

cancer treatment

Experience of

treatment

inappropriate
medical
treatment, issues

with quality of

“The next thing is, of course surgery is usually the first line of
treatment once the patient is diagnosed and | don’t think that it is
either breast conservation or reconstruction is offered as often as it

should be. A lot of people are reluctant to come forward for surgery
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medical care, lack
of empathy from
doctors, cultural
impact, strain on
finances, hair
loss, side effects
of treatment,
sequelae post-
surgery, practical
difficulties,
problem with
decision making,
lack of uniformity
in care,
reluctance to

accept treatment

because of the fear of losing the breast. (Doctor1 Male/50-60)

“our culture is totally different, or like somebody wearing a saree, it
is not very obvious, she does not have one breast, | think it does not

make much of a difference(Doctor 3/Female 50-60)

Most of the women feel great mental agony when breast is removed.
Before surgery, all are given a psychological counselling now. That
does some good. Some patients do plastic surgery after the removal
surgery. But only those with money can afford that.” (Volunteer1; 8

Age 40-50)

I have known many who cannot reconcile with the removal of their
breast. That is more prevalent among younger women around 30-35
years of age, than old women. Old women do not have that much

difficulty.” (Volunteer1; 8 Age 40-50)

Post operatively patient develops lymph oedema; again this is due to

lack of information. Lymphoedema is very disabling, they are free of
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disease for 8-10 years and they live with 15kg of one limb .Even with
such swollen limb they live well, enjoy life and live happily, that’s

another thing. (Nurse 1 Age 50-60)

Also if it is working women financial issues also comes and job related
issues so they will postpone the treatment till the job issues are

sorted and settled”.” (Doctor 5/Male 50-60)

“The society has taught all of us to consider long hair and breasts as
the yardsticks of woman hood. So when you don’t have any of this, it

is a very painful situation.” (Volunteer2; 3 Age 40-50)

She had a lot of problem during chemotherapy and she went to A
hospital for treatment. She had a lot of discolouration in skin, lost
weight and was very tired. Her kids were very small and she was not

able to look after them. (Nurse5 (Age 60-70))
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If women have an illness, it is an issue from the start because that
woman would have been the main person in the family, then there is
a disruption of the rhythm in all aspects, taking care of children ,

husband, so it is very difficult.( Volunteer group 1; 5 Age 60-70)

So when they become ill, the total structure of the family is affected,
they can’t do anything, so the kid’s studies will be affected, husband'’s
work is affected. Husband is not able to go to work, so the income of
the family is affected. So the total structure of the family is getting
changed. (Nursel Age 50-60)

In Kerala most women in house have an important role, right from
getting up in the morning, cooking, getting kids ready for school,
looking after husband, some husbands if they are lazy (laughing in
background) right from getting their shirt ironed and ready to wear,

feeding them, and getting their bags ready and giving it to them so
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that they can go for working”.(Nurse 10 Age 60-70)

Once | was working in a ward and there was a patient who had
breast cancer and had surgery, but her main concern was whether
her husband would abandon her. As one of her breast is removed she
was concern that her husband would leave her. The patient used to

talk to me about it and cry about that. (Nurse7(age 40-50))

Most of the patients accept the hair fall and don't go for a wig, only
around roughly 30% would go for a wig, and sometimes when we talk
about hair donation, now that is becoming popular, few of the
patients have gone for it, very few, because they get a discount on
the donated hair, and they can have the pleasure of having the same
hair being made into a wig so that is attracting more number of
patients, that is a recent trend now. So by and large they are happy

covering with scarf. (Doctor5/Male 50-60)

first follow up is with surgeon and then they say they have to take

chemotherapy, immediately the patient’s face changes, because once
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they hear the word chemo the two things that come to their mind is
either they will vomit or they will lose hair. Figure change and fatigue

are already in their mind. (Nurse7(age 40-50))

Now most of the families are nuclear families now so if the woman
becomes sick, the day to day running of the family is really a problem.
Also if it is working women financial issues also comes and job related
issues so they will postpone the treatment till the job issues are
sorted and settled. So such kind of issues s also there.

(Docto4r/Female 40-50)

| completely agree with her. | know about a few patients with similar
experience. Even if they know that the patient has reached the last
stage the doctors still continue treatment, they do not stop it. They
know that is the last stage and there isn’t any hope, but they still
continue treatment. They could actually explain everything to family
and console them, they do not do that. In most private hospitals they

just give unnecessary treatment, they just say ‘shall we give 30 more
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radiation? And they just start it. So the net result is they get lot of
money, if the patients re rich then they know they will get the
amount. (Churchl (Age 60-70))

Experience of “the hospital management said he is an elderly doctor, when he
Medical care becomes busy with lot of patients he is not able to manage things

and so gets angry.” (Church 8 Age 40-50)

“To be quiet honest this is all a business to make money. Even when
doctors know that the patient is going to die soon they still give
radiation, chemotherapy do all treatment and get money.” (Church

14 Age 60-70)

“Another experience is even if patients are diagnosed with cancer the
doctors don’t behave in a compassionate manner with them. | know
about an experience, if we ask anything to doctor he immediately
loses temper and will not explain things to us. He would say ‘The
patient is 80 years old, what more do you need, how long should she
be alive?’” (Church8 Age 40-50)

“Compared to doctors from other specialities those working in

palliative care shows more love and compassion People working in
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palliative care are very caring and | have personal experience, they
have at least a bit more compassion. We need more people like that.”
(Church5 Age 60-70)

“Here (public hospital) the treatment is very good. We do not have
anything to complain. All the doctors and nurses, attenders, chemo
ward staff, volunteers, are very good. | had gone to a private hospital
before coming here. What | feel is, here we have better treatment
than even that. All patients get equally good treatment. That
government is doing all these things. Many people do not know.

(Volunteerl; 8 Age 40-50)

Solutions “similarly, government should ensure adequate screening services for
asymptomatic people then it will be more useful in detecting the

disease.” ( Volunteer2; 1 Age 50-60)

“I think what’s best you could do is probably just have people to
provide inputs, have somebody who is always available on call to
support, because all that they , | realize, , most of the time, twenty
people who call, about ten or twelve of them just call for reassurance

like this is nothing wrong, this is alright,” D5: (Doctor/Male 50-60)
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“How they are going to face the treatment, few days ahead, how you
will face, what changes will happen to patient and what should you

do?” (Nurse4 Age 40-50)

“I still feel the best way to address it is to get people who have gone
through it, show them the photograph, talk to them and make them
talk. ‘I have also gone through this hair loss and my hair is grown
back’. That confidence cannot come from any amount of preaching, it
has to be actually talked to with the person who has gone through

it.” (Doctor 5/Male 50-60)

‘Will I lose my hair doctor?’ They say yes, they can only answer that.
But if they add one more sentence like ‘don’t worry it will come back’

it might be more reassuring to patient’. (Nurse 7 Age 40-50)

Coping with diagnosis Response to illness “encourage and support the patient to face the treatment bravely
and treatment and help them to go through the illness.” They should create a
supportive environment for the patient; all these are needed for the

patient”. (Church 1 Age 60-70)

“Also after staring chemotherapy we will really be fatigued, then we
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have to take rest and the whole family needs to support them, else
they the patient would be low in mood and lose all hope. Also
because of the mental strain they will continue to go downhill. If the
family are very supportive then the patient would get better quickly”.

(Church 9 Age70-80)

“they don’t want to tell others they are cancer patients. * how will

public see me?’ | will lose all my hair’. (Nurse 5 Age 60-70)

“There was an author and college lecturer who used to go to college
and say, | am a cancer patient, keep an eye in newspaper for my
obituary. So the students only knew about it when she spoke about
that. Else she was not looking like a cancer patient.” (Nursel Age 50-

60)

“there was a patient who had breast cancer and had surgery, but her

main concern was whether her husband would abandon her. As one
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of her breasts is removed she was concern that her husband would
leave her. The patient used to talk to me about it and cry about that”.

(Nurse 7 Age 40-50)

“they become better, get their hair back, wear breast supports such
things are available now, then they become better and cope.”

(Church 1 Age 60-70)

“Whereas there is another lady who is nearby , she after radiation,
with no issues, went to temple with her husband daily, showing her

power, for them , it will not come back again” (Volunteer1; 4 Age 40-

50):

Sources of support | role of “it is good for her children’s sake point of view”. Or “if she becomes
religion,role of depressed, same thing is going to affect children when they grow up
volunteers if they ever have to face this again”.(Doctor 1 Male/50-60)
lack of “automatically become more religious, pray to God more” (Nurse 10
psychological Age 60-70)
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support,social “then socially like neighbours, people whom we interact with are all
isolation very compassionate to cancer patients, they provide them with

lack of support whatever assistance they can. With all that these patients cope. Then

from husband, they all have acceptance and they accept it as their fate.” (Nurse 3

partner Age 30-40)

support from Generally the Indian women sacrifice a lot for the family and they

other patients always keep their priorities the last. | had a lady whose husband had

rectal cancer, she actually did not reveal about her breast lump till

support from
her husband completed his full treatment, only after that she told me

community )
that doctor | want you to look at my breast lump, then | realised that

support from it was a large lump and we have lost almost 4-5 months .” (Doctor 4

medical /Female 40-50)

personnel,
“Sometimes they are worried if their husbands will leave them and go
motherhood
away they have to spend a lot of money for their treatment, or they

importance of are worried about their kids and them wasting a lot of money. “They

family have just started their life and they are spending a lot of money for

7 “;

role of religion my treatment”. “it is better to die’. There are people who say like

that. (Nurse 4 Age 40-50
impact of distant ( 9 )
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family “Probably it is so much easier in western countries to voice out your

lack of love or concern which is probably still a taboo in our country. | don’t

. . think there are too many husbands who go around saying, “no, don’t
consistency in

family support worry. | love you, | am still here.” | don’t do it, so | don’t know how

the patient’s might be doing it”. (Doctor 2/Male/40-50)
support from

family “People find solace in religion and spirituality. They look for prayer

groups and attend that, they are consoled by people praying

together. That will give them happiness. They will pray more.
(Church 8 Age 40-50)

“I have a cousin, he wouldn’t even go to church but once the wife
developed this condition, he started going to church, started praying
for her, asked everyone to pray for his wife. Such husbands are also
there”. (Church 5 Age 60-70)

“Even if somehow the treatment is done and it is successful, she
thinks, this organ is given to me by God, | should not allow the God
given body to be cut and parts removed. That is a religious view”

(Volunteer2; 3 Age 40-50):
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8.14 Appendix 14 HYMS ethics application form

THE HULLYORK
MEDICAL SCHOOL

HYMS ETHICS COMMITTEE

APPLICATION FOR APPROVAL OF A PROJECT INVOLVING
HUMAN PARTICIPANTS, HUMAN DATA, OR HUMAN MATERIAL

This application form is to be used by researchers seeking approval from the HYMS Ethics Committee.

Applications to HYMS Ethics Committee, with the specified attachments, should be submitted electronically to:

ethicsi@hyms.ac.uk
RESEARCH MUST NOT BEGIN UNTIL ETHICAL APPROVYAL HAS BEEN OBTAINED

Please complete every section, using N/A if appropriate.

Incomplete forms will be returned to the applicant.

389



Office Use Only (for final hard copies)

Reference Number:
Date final copy received:

Approval decision:

Approved - no conditions
Committee
Chairs Action
Expedited

Approved with conditions
Committee
Chairs Action

Expedited

Oooo oo
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Declaration of the Principal Investigator/Supervisor and Student Investigator

#»  The information in this form s accurate to the best of my knowledge and belief, and | take full responsibilicy
for it

#» | undertake to abide by the ethical principles undertying the Declaration of Helsinki and the HYMS good prac-
tice guidelines on the proper conduct of research, together with the codes of practice laid down by any rele-
vant professional or learned society.

»  If the research is approved, | undertake to adhere to the study plan, the terms of the full application of which
HYM3 Ethics Committee has given a favourable opinion, and any conditions set out by HYMS Ethics Commit-
tee in giving its favourable opinion.

#» | undertake to seek an ethical opinion from HYM3 Ethics Committee before implementing substantial
amendments to the study plan or to the terms of the full application of which the HYMS Ethics Committes
has given a favourable opinion.

#» | understand that | am responsible for monitoring the research at all times.

#»  |f there are any serious adverse events, | understand that | am responsible for immediately stopping the re-
search and alerting HYMS Ethics Committee within 24 howrs of dhe oocurrence.

» | am aware of my responsibility to be up to date and comply with the requirements of the law and relevant
puidelines relating to security and confidentiality of personal data.

#» | understand that research records/data may be subject to inspection for audit purposes if required in future.

#» | understand that personal data abowt me as a researcher in this application will be held by HYMS and that
this will be managed according to the principles established in the Data Protection Act

#» | understand that the information contained in this application, any supporting documentation and all corre-
spondence with HYM3S Ethics Committee relating to the application, will be subject to the provisions of the
Freedom of Information Acts. The information may be disclosed in response to requests made under the
Acts except where statutory exemptions apply.

#» | understand that all conditions apply to amy co-applicants and researchers involved in the study, and that it is
myy responsibility to ensure that they abide by them.

# For Supervisors: | understand my responsibilities as supervisor. and will ensure, to the best of my abilities,
that the student investigator abides by HYMS Policy on Research Ethics at all times.

#»  For the Student Investigator: | understand my responsibilities to work within a set of safety, ethical and
other guidelines as agreed in advance with my supervisor and understand that | must comply with HYMS
regulations and any other applicable code of ethics at all times.

MIX Lo
Signature of Principal Investigator ... l AL,

Drate: (301 1/2005)
Print Mame: Prof Miriam Johnson

Signature of Student Investigator:
Dace: 3071 172015
Print Mame: Dr SUNITHA DAMNIEL
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Study Flan | Frotocol

Recruitment advertisemant
Participant information shost
Participant Consent form

Ressarch Participant Advocate Consent form
Evidencs of sxternal approvals
Cuestionnaires on sensitive topics
Interview schadula

Debriefing material

Othar (pleass spacify)

Evidencs of paar review (If HI = Yas)

Office Lise Only

HYMS Emics Committes Application Fom

REF MOt
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SECTION B - IDENTIFYIMNG INFORMATION

Bl}  Tite of the ressarch (PLEASE INCLUDE A SHORT LAY TITLE IN BRACKETS).
Qualitztieu ohsarational study to assass tha kevel of sulering and distress I braast cancer patiants wn-
darpoing radlotharapy and surgary (SDER).

B1)  Principal Investigator [ OR Suparvisor [£] (pleass chack as appropriats)
Title: Prof Staff number: 6072130
Forename/Initials | Mirizm Surnamia: Johnson

[ Fost Frofassor of Palllattva Departmant CHES [HTHE)
Madicine
Talsphons: Q1487 44£3207 E-mail: Tiriam jokesom@thymes ac wk
B3) Co-applicants {including student investigators)
[ Tite and Hame | Fost/ Current Departmend Fhone Email

programima (if | Schooliinstitution if
stidant investi- | not HYHS
gator)

T Sunitha Danlal | Felow in Pain and Fmwia Fsbiute | 0091 SunEhadan-
Falliztres Madions. | of Maedical Sclemc- FIIETTEETT iignhs net

wzMochl, Indz

Dr. Chitra Venka- | LOfsul@nt inPsy- | Ameia Insoiute of TFT dhitvan allcom

P —— chio Omcology and | Madical Sclkemcas, 9347255418
Palliativs Cara,
Capartmant of
Cwcology amd
Falllativa Cara,
Foamdar / Clinical
Diractor, MEHAC
Foumdation

Dir Charu Singh Fdditiona Frofus- | Ameia Insteute of L] drcharusl all
Ly Mudical 5clancas, 9347255418 | fom

Bd) Address for Correspondence
HIYHMS, Hartford Bullding, Univarsity of Hull, HUE TRX
Cffice Lise Onfy 3

HYMS Ethics Comimittes Application Form

REF MCx
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SECTION C - PROIECT DETAILS

cI) Fropossd study dates and duration (RESEARCH MUST NOT BEGIMN UNTIL ETHICAL APFROVAL
HAS BEEN OBTAIMED)
Pleme complete as ofspropiane
EITHER
a) Starting as soon as ethical approval has been obtained E {pleass chack if applica-
bla)
| Approximats end date: |
OR
b} Approximats dates:
Start date: End datsc
CI) Give a full lay summary of the purposs, design and mothodology of tha planned ressarch.
Rassarch &Aim
To auplors tha auperiencs of distrasssuffering In woman with breast cancar with spachl foous on pa-
tiants undargoing radiotherapy and surpery. To nvastigate the punaral awaremess as wall as insight of
healthy voluntesrs dboat broast camcar a5 wall as the problams faced by woman with the dissase In the
cormimurity.
Ressarch Question
What aru tha psychological and physical comcarms aepartencad by woman with brasst cancar undargoing
traatmant?
3. Trial Design and Timescals
This Is a smgla centrs qualitative stedy am to address the issuss In patients wndergoing treatment for
breast cancer at 2 tertiary candar cantre.
Data collection (Focus group) - 2 months (1 Janwary 2016- 18 Febroary 2018)
Transcription and familarization with data completed - & momths || Mardh 2006 31 Asgust 201 &)
Formal data analysts amd writs up complated — & months (| Septembsr 2006 - 21 March 2017)
C3) List any ressarch assistants, sub-contractors or other staff not named above who will bs in-
vobrad in the research and detail their invelrement.
| Mot applicable
Cd) List below all ressarch sites, and their Lead Investigators, to be indweded in this study.
|_Huur|:h St Individual Rasponsibla | Fosition and contact datails
Ciice Lise Cnily 4
HYME Emics Comimittes= Application Fomm
REF HCx
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C5)

Ch)

CT)

o1}

Community sarvad
by Amrita Instute of
Modical Schemrcas,

Kochl, Karaka, India £82
041

Dr Chitra Vaenkataswaran

Consultant In Psycho Onoolo-

o
+31 F349] 13854
chitvan Lo

Arg the results of the study to be disseminataed in the public domain?

TES [ NO O

= I not, why not?

- i or securad,

Funding Body

Arnount

Duration

UoH Reforance

ot appicER

Give details of any interests, commarcial or otherwiss, you or your co-applicants have in the

funding body.

Muot applicabls

SECTION D - EXFEDMTED REVIEW

Yao'Mo

")) Will the study inwolve recruitment of participants outside the UE? Tas

reseanch purhoses |

b) Doss the study involvs partidipants who are particularfy vulnerable or unabls to
give informad consent? fef chidren, pesjple with leamieg or communication dsabilties, people

in arstedy, people enpaped in illepal octdes such os drupdaling, yoer own Sudents in an educadions) Mo
capadty] (Mode this dees not indude secondary dato outhansed far refesse by the data cellacier for

cition disabalties)

) Wil the study requine cb@ining Consent Tom 4 rsssarch paroopant advo-
cate” (for definition see guidance notes) in lisw of participants who are unable to
give informad consent? (e fBr reseanch involing chifdren or, people with kaming or communi-

d) Wil it be meCessary for partiCipants, whiss CONSent o PartCipate i the scudy
will be reguired, to take part without their knowledge at the tme? (eg cowert shser
wision irsng o tagraphy or wdes recording)

Mo

=) Does the study involve deliberately misleading the partcipants?

Mo

Mo Lise Oy
HYME Emics Commitiee Aggdication Fom

REF MO

395



) Will tha soudy require discuzsion of sensitive topics that may cause distrass or
smbarrassmant to the participant or potantial rizk of discloswra to the ressarchar

Mo
of criminal activity or child protection issuss? f=p semal ooy, cimisa ooy
g) Ara drugs, placsbos or other substances (s.g. food substances, vitamins) to ba
administered to the study participants or will the study involve imvasive, intrasive Mo
or potentially harmful procedwures of any kind?
R} Wil samplas [=.g- Blood, DHA, tissue) be cbtained from partcipants? "
o
i) I= pain or more than mild discomiort Bkely to result from the study! Mo
|1} Could the study induce psychological strass or amadety or cause harm or naga-
tive consaquencas beyond the risks encountared in normal lifa? Mo
k) Will tha study involve prolonged or ropetitive testing? Mo
I} Wil financial inducemants (other than reasonabls expenses and compansation
Mo

fior tima) be offered to panticipants?

Cifica Lise Oy g
HYMS Efics Comimittes Appiication Fom
REF NOC
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D)

YazMo

a)) Will the study seak written, informed consent? Tas
b) Will participants ba informied that their participation is voluntary? Yas
) Will participants ba informed that thay are frea to withdraw at any tinie? Yar
d) Will participants ba informed of aspects relovant to their continued participa- ¥

tion in the study? “
&) Will participants” data remain confidential? Yas
) 'Will participants ba debriafed? Yar

H you hawe answared no’ to all items m SECTICON D and “pes’ to all qussticns in SECTION D2 the application will
ba procassad through axpeditad ravisw.

Hf you hawe answared “Tas” to oma or more quastions in Section D', or “Mo™ to ona or more questions in Section
D2, bwt wish to apply for axpedued review, please maks the case balow. Ses ressarch athics waebsita for an axampls
“caza for aupedited raview™.

D¥)  Case for Expedited Roview — To be used if asking for expedied revew despite answering YES g questons in
Cl or N ta anmwers in C1

study &5 part of Sunitha’s part tima MD with HYMS which she has started whils working in Indla and 15
undartaking data collection thers. The data collection will ba mambers of tha public I tha reglon sarvad
tha hospital n Indla and staff of the hospizl nvolved i tha managament of woman with braast cmoar.
It i part of a study which includes pathant Imterviaws which was stanted prior to registration for the HIHE
MO, but will ba part of tha thests. Echical approval fior the patiemt study has besn cbtained from tha lool
commities, and recruttment did not start wntll after this dats. The bocal athics commities has ad-
sqd as that tha forus groups do mot nesd am athical approval locally. YWa are tharafore submitting to
HTM5 commixtea. This application Is for the focus proup discussion part of the study only amd tha copy of
wthicl approval for the principal stedy 1s submitted along with the application. She has to return (o the
U in April to complats har higher spectalist training, and thus nasds to complate her Indan data oollec-
wiiist tha Is stll thare. $ho will have ampls tima to do this jan — March 201 & and will commenca col-
lection 25 scon 25 parmilssion s granted, but tims & navarthaless restricted.

Cffice Lise Only 7
HMS Emics Committes Applcation Fom
REF MO
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SECTIONE - PARTICIFANT DETAILS

El}) How many participants will bs recruited?

Each foous group will corsist of 4 -1 O participants and will havs 2 faditator and obserear for note
taling. Wa will aim to recrult 4 groups from 2 diferent sattings: 1) st 2) church ) secalar

EI) How was tha number of participants decided upon?

& pragmatic sampla stza bas been chosen, bat would continua et data ssbaration 15 reached across
tha thres settings.

E3)
a) Drascribs how potential participants in the study will be identified, approached and re-
cruited.

[. 5l The Mursing Derector of Amrita Insteute of Medicl Sckencas a5 wall 25 the head of the de-
partment of Madical Omoology will ba approached giving tho datalis of tha study and provided
with Participant mformation leaflet. Onos adegeate nembars haw besn obtained, 2 convenient
tima will b dhosan.

1 Church. Smilarly, the leaders of tha hdkes proep amd men’s fallowship in chardh will ba ap-
proached ssparataly. Tha FGD will bs arrampsd on & Sunday for thelr convenbanta.

3. Secular. The head of the Pandbayath, which i 2 local gowerming body, in 2 village near Ameita
hospital, will ba consulted for wilkng participants to gat mvobsad in tha study. Each recrutt will ba
provided with a Farticipast Information sheat In advanca.

b} Indlusion criteria:

Inclusion: Any Mahyalam spsaking, consemting adults (18 years) In the following groups

1) 5tiff: 1) Oncolopists working i Amrita Hospital (mals and famak) who are willeg to participate
ard abls to provids consent B) Mursng staff, willieg to participata in the FGD

2) Church: Twao FGDs: ( malk and forals separate groups) Axy membsar of the peblic =18 year at-
tending Thrikivenath Semisary clurch, Ak, who i willing

3) Sscular — Any membar of the public wosking associated with local Panchayath, who is willing to
patici

) Exdlusion critsria
Theosa who are < 1B years of agu, unabla to provide corsont and do ot speak Malyyalams

Thiosa patiants who ars unabls to particpata im am Interdes dus to physical or cognitive Impalrmesst
Feopla with 2 parsonal diagniosis of breast cancar.
d

1
Ars any specific groups to be sxcluded from this study? If so pleass list them

and wplain why:

rlu.nnin.l.d.diﬁ.mmﬂmurhhci r—

Office Lise Only £
HS Emilcs Comimittes Applcation Form
REF MO
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Give details for cases and controls separately if appropriate:

1_ HiA

Give details of any adwertissments:

The participant information shest will be prowided to the people in charge of the groups n community
in advance but mo formal advertisement is planned.

Cifica Lise Oniy 9
HYMS Efikcs Comimittee Application Form
REF NCx
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Ed)
a) Swate the numbars of participants from any of the following vulnerable groups and justify
thair inchusion

Childran under |§ years of age:

Adulles with learning dizabilitie=

Bdules with dementia:

Prisonars:

¥ oung Offenders:

Bdules who are unabls to consent for tham-
selves:

Thosa who could be considered to have a [
particularly depondent ralationship with the
investigator, a.g- those in cars homeas, ste-
dents of the Pl or Co-applicant=

Orther vulnerabla groups [plaass =ik 1]

(=1 R =]10 =] =1 =] =]

b} Swate the numbars of healthy voluntsor participants:

| Healthy Yoluntaars | 20-50

ES})
a) Drascribe the arrangemients for gaining informed consent from the research partici-
PRARLE.

tha rusaarch team and discuss with farsdly membars or fiends. In view of the low ik, no formal 24 hoer
time Lzt iz 2eeded prios to consent, to allow Siand: ofalready contacted poopls to amive ox the day of the
focns growp and consent fo participats if they amo happy with the PIS. All participants will sigm comseat pricr
to the fopas. group commancing. and parmistion for the group to be aedicrecorded, and amomymised quotes
nsad will be somght.
Participdnts will be awars that consant is sntinely voletary, and that they may withdrm 2t any dme withoot
any censurs, and they do not nesd to give a mason.
P
articipanis are to be recreited from any of the potentally vulnerable groups listed
above, give demils of extra steps taken to assure their protecton, incleding arrange-
mants to obtain conzant from a legal, political or other appropriate representativa in
additicn to the consent of the participant (=g HM Prisan Serdce for research with yeung offend-
5, Head Teachers for research with children esc)

NiA |

1 i participants might not adequately understand verbal axplanations or writtan
imformation given in English, describa the arrangements for those participants (s.g-
translation, use of interpreters abc)

A |

4
;

Committes Application Form
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E&)

ET)

1 Wharo informed consent is not to ba obtained (incleding tha deception of par-
ticipants) pleass sxplain why.

| A

“What is the potential for bansfit to research participants, if amy?

Errar! Mot a valid boolmark
. Tha process of decussion and the results of stedy when publiched may increase awarenass of

hsalth cra profussionals caring for such patients i tha fatera
. Tha results of stedy when published may mcreass awareness and undarstanding of tha Isseas

Invodved for such patiemts, by local membars of the pemeral public.

State any faes, reimbursamants for tima and inconvenienca, or other forms of compsnsation
that individual research participants may receire. Inclede direct paymeants, reimburssment of
sxpenses or any other benafits of taking part in the ressarch?

Mons

Office Lise Cnily 11
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SECTION F - RISKS AND THEIR HMANAGEHENT

Fl)Desoribe in detail the potential physical or psychological adwersae effects, rishs or hazards [minimal,

F2)

F3)

F4)

F5)

minderate, high or severa) of involvemant in the research for ressarch participamis.

Errcr! Mot a valid bockmark self-reference.Mona antidpated. Commeantty focus group will ba hald
In public pramisss involving tha membars of public and the topic that will be discessed 5 not related o
persomal lsoues e, pecple are not recrested by virtus of thair own health needs. Mevertheless, soma par-
ticipants might find that discussion relates Indirectly to parsonal axpariandas ag. to immedate family
which could laad to psychologial distrass. The interviaw i fagiitated by trained palistive cre physichins
who are sxparienced In the management of such distress as part of ther everyday climical practice, and
will provide immediate support and sgnpost any indivdual to locl sardoss as appropriate.

Explain how tha potential banafits of tha ressarch outwsigh amy risks to tha participants.

Lieth 15 known regarding psychological distrass smong braast cancer patients endergoing cancer traatment
In tha Indien seboontinent. Bruast cancar s the commonest form of cancer among woman of all racal and
athnic growps and ks the most commion @noer among woman all over Inda. The resufts of stedy whan
pablished will Incrozze swarenass of halth care profassionals, snd commanitty mambsrs caning for such
patksts in tha futare

Dascriba in datail the potential adverse affacts, risks or harards (minimal, moderate, high or
mmvera) of invclvement in the ressarch for the ressarchers.

|T_rrn-r! Hot a valid bochkmark self-reference. [one antiopared.

Will individual or groap interviows/quastionnaires disouss amy topics or issuss that might ba
sensitive, embarrassing or upsetting, or is it possible that criminal or other disclosures reguir-
ing acticn could take place during the study (=.g. during interviews/group discussions, or use of
soreening tests for drags)?

v ®  No [

= I Yes, give details of procedures in place to deal with these lssuex

Soma participants might ba discussing parsonal axparkemces rulating to mmadabs family which
could lead to psychologhal distress. Sea commeants abova.

Dazcriba the measures in place in the event of amy unexpected outcomas or advarss svents to
participants arising from their involvemant in the project

Errcr! Mot a valid bockmark self-referonce.Tha ground rules of FGD will ba clartfied prior to start,
and emphasizad to particpants, that privacy and conflidanthaliy will be maintieed. If Exues are ambarrass-
Ing or upsatting Individuzals will ba given the opportunity to comtiees, or leave the focus group, and the

serond faciitator will check how thay are, and whether thay want to rejoin the group or leave. Tha inter-

Office Uise Only 12
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viaw 15 faclitated by traimed paliativ care physiclns who are soparienced in the management of sudh
distrass a5 part of their everyday chmical practics, amd will provida immediate support and Sgnpost amy
Individual to bocal servicas as appropriate.

F&) Explain how the conduct of the project will ba monitoresd to ensure that it conforms with tha
stidy plan and relovant University policies and guidanca.

The project will ba conducted s part of MO project usder tha regular gukdance of thasis advisory
panal.

metgieumﬁmaeme -
DIt
REF N
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AECTION G - DATA ACCESS AND STORAGE

Gl) Where the research involvas any of the following activities at any stage (induding identification
of potential research participamts), state what measures have besn putin place to snsare con-
fidentiality of personal data (e.g. encryption or other anonymisation procsduras will ba wsed)
[ Electronic transier of data by magnetc or Error? Hot a valid bockmark self-referance.

optical media, e-mail or computer networks Potential, and consented hospital staff par-
ticipants will be contacted using their email
address, bt this will not be stored as part of
study documents.

Sharing of data with other organizations Errocr! Hot a valid bookmark solf-
reforance Consent will ba obtainad that anony-
mitzed data can b used by other aathorized re-
saarchars F spproprists.

| Export of data outside the Europsan Union | Error! Hot a valid bookmark selfic

reforamnce._Duta will ba stored catside the Eerope-
an Uniom - oo previous commeasts.

Uszz of personal addressas, postcodas, faxes, | Error! Mot a valid bookmark salf-

w-miails or telephone numbars reforamnce Contact list of participants will ba
storad in matal locked Sling cbinet in 2 bodoed
room with coples of the gnaed consemt forms ac-
cassad only by authorisad researdhers. Thesa files
will ba kapt separata from the anonymilsad stedy filke
docamants.
An aguiralant et will ba kapt on tha bospital sacare
computer with password protectsd acoess by au-
thorised resaardhers only.

Fublication of direct quotations from ra- Informed comsent for anonymissd quotes.

spondants

Fublication of data that might allow identifi- | Error! Mot a valid bookmark salf.

cation of individuals refersnce.n’a

U=z of avdicivizual racording devices Encrypiad recordar stored in gouble lodked cabinat
n bospital Audio fles will ba downloaded to pass-
word protected Eptop at the first avallabla oppor-
tunity and delated from the recorder. Cnos the
recording has besm tramsoribod, the recording will
b duleted from the laptop.

Storage of personal dat on any of the fol- Error? Hot a valid bockmark self-referance.

lowing:

HManusal filas Stored in metal locked filieg cabingt in 2 locked
room with accass only by authorised rasaarchars.
And ses above

Home or other personal computers Error? Hot a valid bookmark seli-
reforamce MiA

Univarsity computars A

Frivate company Computars Error! Hot a valid bookmark solf-
reforance MiA

VS Sxics Commitee Fomm a
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Laptop computars

Error! Hot a valid bookmark salf-
reforance Pasword protected laptop

GI}  Who will have control of and act as the custodian for the data gonerated by the study?

| Dr Sunitha Danial

GI)  Who will have accass to the data genarated by the stwdy?

| Dr Sunicha Daniel. Dr Chare Singh, Dr Chitra Yenkateswaran, Dr Miriam johnson

G4d)  For how long will data from the study be stored?

| 5 yaars.
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HI')
a) Has the project undergone poor roviaw?
TEE i3] MO O

B) If yes, by whom wes this corried ount? fplease enchse sedence i ovallable)

Poar reviawad within tha MD supsrvisory group.
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