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Abstract

Understanding women's experiences with breast cancer and adjuvant therapy is

important for nurses in order to help these women deal with a number of important issues

that are related to their condition and treatment. There is a growing literature on women's

breast cancer experiences, but most of these studies have been done from the perspective

of women living in western societies and the findings may not be appropriate to women

living in Malaysia. The purpose of this study was to obtain a deeper understanding of the

experience of women who are living with breast cancer and who have undergone

adjuvant therapy, focusing particularly on changes in the life perspective of these women

in Malaya. Using Giorgi's phenomenological method six Malaysian women who had

survived breast cancer and had received adjuvant therapy were interviewed in-depth.

Through data analysis seven themes were identified. These themes were: 1) Not

knowing what to do; 2) The meaning ofa diagnosis of breast cancer; 3) Suffering

through the treatment; 4) The changing body; 5) Trying to protect others; 6) Finding

strength and making changes; and 7) The importance ofsupport. The findings are

similar to other research that has been done in this area, but suggests the concern these

breast cancer survivors have for others, especially close family members, may prevent

them from seeking earlier diagnosis and treatment. The findings also indicate the

importance of cultural beliefs on women's experiences with breast cancer. The research

has implications for how nursing practice and education is carried out in Malaysia. A

number of areas are recommended for further research.
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CHAPTERl

INTRODUCTION

The use of adjuvant therapy for women with breast cancer has enhanced the

survival of these women and is thought to slow down a recurrence of this disease and

perhaps add to their overall quality of life (Adjuvant Therapy for Breast Cancer, 2000).

Adjuvant therapy, i.e., therapy given to "eradicate microscopic foci of metastatic disease

after local control with surgery" (Otto, 2001, p. 1001), is therefore very frequently used

for breast cancer. Usually adjuvant treatment is given in addition to surgery, and includes

systematic treatments such as chemotherapy or hormone therapy, or localized treatment

such as radiotherapy. Some women may have a combination of adjuvant therapies and

some may have radiation or chemotherapy alone. While overall, adjuvant therapy has

had a positive impact on survival among many women with breast cancer, both the

diagnosis of cancer and side effects of treatment have had profound effects on women's

lives as quality of life studies have demonstrated (Ganz et aI., 2002; Ganz, Rowland,

Meyerowitz , & Desmond, 1998). The purpose of this study is through a

phenomenological approach to examine women's experiences with breast cancer and

adjuvant therapy, to understand these experiences from the women's perspectives, and to

do so in the context of women living in Malaysia, where relatively little of this type of

work has been done.

Background

Among women worldwide breast cancer is more common than any other type of

cancer (Parkin, Bray, Ferlay, & Pisani, 2005). The incidence is higher in developed



countries than developing ones, however mortality is higher in developing countries. In

the United States alone, in 2005, over 58,000 new cases of breast cancer will be

diagnosed (Jemal et.a!., 2005). It is now estimated by the American Cancer Society that

every three minutes a woman is diagnosed with breast cancer. Since 1960 the lifetime

risk of women developing breast cancer has increased from one in twenty to the current

projection of one in seven (American Cancer Society, 2005). Within the United States

the incidence and mortality rates vary by racial and ethnic groups. Of the five groups in

North America that the National Cancer Institute reviewed for the period 1997-2001,

white women had the highest incidence at 141.7 per 100,000, followed by African

American at 119.9, Asian American women at 96.8, Hispanic/Latino at 89.6, and

American Indian the lowest at 54.2 (American Cancer Society). Mortality rates are

highest for the African American women at 35.4 per 100,000 and lowest for Asian

American women at 12.6 (American Cancer Society).

As recently as 2001 evidence suggested that if Caucasian and African-American

women, with comparable breast cancers, were treated with systematic adjuvant therapy,

they tended to have similar benefits as measured by mortality (Dignam, 2001). More

recent research suggested that ethnic variation and breast cancer is more complicated than

previously thought. There is variation of incidence and survival by age, within and

between different ethnic groups (Joslyn, Foote, Nasseri, Coughlin, & Howe, 2005).

While mortality rates for breast cancer are decreasing worldwide, the incidence of this

disease has increased and this pattern is expected to persist in 2005 (Jemal et aI., 2005).

Although historically, industrialized or developed countries have had the highest breast



cancer rates, there has been an increase in these rates in developing countries in more

recent years (Parkin, et al., 2005). The positive news about breast cancer is that

survivorship is increasing. Breast cancer survivors constitute one of the largest groups of

survivors among the various cancers, while the quality of life of these survivors varies a

great deal (Helgeson & Tomich, 2005).

Malaysia is one of the developing countries facing an increase in the number of

cases of breast cancer (Hisham & Yip, 2004). In Malaysia, one out of nineteen women

will eventually develop breast cancer (National Cancer Society of Malaysia, 2(03). The

Ministry of Health in Malaysia has classified cancer as Malaysia's second most frequent

cause of death after road accidents. In response to this frequency of cancer as a cause of

death, a number of initiatives have been designed for earlier diagnosis and more effective

treatment of all cancers. The increased incidence is not surprising as statistics also

confirm that there are 95 new cases of cancer diagnosed each day in Malaysia (Lim,

2002). Unlike some of the developing countries, late diagnosis of breast cancer is more

prominent in Malaysia, and more needs to be done around earlier diagnosis and treatment

of cancer in this country (Hisham & Yip, 2(03). Just as in the United States, ethnicity is

also a factor that affects breast cancer incidence and treatment in Malaysia.

In the year 2002 breast cancer was the most common form of cancer among

Malaysian women and this was true for all ethnic groups in the country (National Cancer

Registry of Malaysia, 2(03) . Breast cancer made up almost 30% of all newly diagnosed

cancers among Malaysian women in 2002. There were some ethnic differences noted.

For Chinese Malaysians the risk is highest at one in 14 chances. The Indian Malaysians



are not far behind; the risk is one in 15. Among the local Malays, the risk is one in 24.

The Age Standardized Rate (ASR) of female breast cancer in Malaysia is 52.8 per

100,000. For Chinese Malaysians, the ASR is 70.1 per 100,000. Indian Malaysians have

an ASR of 61.7 per 100,000. Malays have the lowest ASR of 41.9 per 100,000. The ASR

of female breast cancer in Malaysia is higher than that in Singapore, Hong Kong, and

Shanghai, but it is lower than that of Australia and the United Kingdom. Of the 4,337

new cases of female breast cancer reported to the National Cancer Registry of Malaysia

in 2002, 52.3% were for women less than 50 years old. Compared with the other two

ethnic groups in Malaysia, i.e., Chinese and Indian, Malay women also have a shorter

recurrence-free survival (Ong & Yip, 2003).

Early detection and treatment are crucial to survival. In cases where breast

cancers are at stage 0, defined as restricted to the breast, the five-year survival rate is

100% and for stage 1 it is still 98% (Breast Cancer: Statistics on Incidence, Survival and

Screening, 2004). Not only does early detection and treatment contribute to improved

survival rates, but also these activities improve the overall quality of life for these

women. Early diagnosis usually means less invasive treatments and, therefore, these

women have fewer side effects associated with their treatments . They would also

experience fewer disruptions to their work and family life. However , too many women

are still being diagnosed with breast cancer at a later stage and will require adjuvant

therapy, and as a consequence experience greater side effects , and more physical , mental ,

and social consequences that accompany this treatment.



Rationale for the Study

In November 2000 a panel of national and international expert s at the National

Institutes of Health (NIH) Consensus Development Conference on Adjuvant Therapy for

Breast Cancer made a list of recommendations about treatment for breast cancer for all

women (Adjuvant Therapy for Breast Cancer , 2000) . These recommendations included

chemotherapy for most pre-menopausal and post-menopausal women with localized

breast cancer , hormone therapy (most commonly with "tamoxifen") for most women

whose breast tumors contained estrogens receptors, and radiation therapy after surgery

for all patients with a lumpectomy and for some who had a mastectomy and had large

tumors , or if four or more lymph nodes were found to be cancerous. The panel reported

that in addition to surgery , most breast cancer patients should receive chemotherapy,

hormonal therapy , or radiation therapy to improve their chances of surviving breast

Although the NIH panel recommended adjuvant breast cancer therapies , the

experts noted that many of these adjuvant therapies could have serious short-term or

long-term side effects for some women (Adjuvant Therapy for Breast Cancer, 2000) .

These side effects include premature menopause , weight gain, mild memory loss, and

fatigue. Therefore, the panel recommended further research to investigate the quality of

life associated with adjuvant breast cancer therapies. The experts also concluded that

long-term follow up is extremely important to understand the fulI impact of breast cancer

treatments.



There are numerous studies on various aspects of breast cancer. Most of these

studies have focused on women living in developed countries such as the United States,

Australia, and England, while very few studies were done in Malaysia . Nursing research

in particular in Malaysia is at an early developmental stage as much of the research into

breast cancer has been medical, and either epidemiological or at the molecular or genetic

level (Lim, 2002). Nursing care given to patients with breast cancer in Malaysia is based

on research findings done abroad. This may not beappropriate within the Malaysian

healthcare environment, as Malaysian women's breast cancer needs have been shown to

differ from women in western countries (Gopal, Beaver, Barnett, & Ismail, 2005).

Knowledge, education, socio-cultural background, traditional customs, and traditional

habits greatly influence the patterns of thinking and behaviour of women (Makabe &

Hull, 2000) and this would be expected to be the case for women with breast cancer .

Therefore, understanding and valuing cultural diversity is vital to develop more effective

and individualized nursing care that is consistent with patients' and families' desires and

comfort .

Women in Malaysia also tend to be diagnosed with breast cancer at a later stage

than women in other countries even when compared with women in the region, e.g.,

Singapore (Yip & Ng, 1996). In addition many of the studies of experience with breast

cancer have been on early stage breast cancer (Knobf, 2002; Simes, & Coates, 2001) and

these findings may differ from those of women diagnosed at a later stage. Therefore,

women's experience with the disease and treatment in Malaysia may differ from women

in other countries where most of the research has been carried out. Cancer and



improvements in women's health continue to be a major concern around women's health

issues in countries such as Malaysia, Hong Kong, and Singapore (Choi, 2004). The

National Cancer Control Program in Malaysia supports improving the quality oflife of

those individuals who are affected by cancer. This research has the potential to

contribute to that mandate.

Purpose of the Study

Although there are increasing research efforts into a variety of aspects associated

with breast cancer, there is a continued need for research to increase the nurses'

understanding of how women experience living with breast cancer and adjuvant

treatment, especially within the Malaysian context. Therefore, there is a need to conduct

a study from these women's perspective. The aim of this study is to obtain a deeper

understanding of the experience of women who are living with breast cancer and who

have undergone adjuvant therapy, focusing particularly on changes in the life perspective

of these women in Malaya.



CHAPTER 2

REVIEW OF LITERATURE

In the review of the literature for this study I used the bibliographic databases of

CINAHL , MEDLINE , and OVID that contain numerous research articles on various

aspects of breast cancer . I also searched the World Wide Web for articles , reports , and

information and this search has contributed to my literature review. The focus of my

search was to obtain research on the experiences of women living with breast cancer. I

was particularly interested in those studies that focused on non-western women, in

particular those living in developing or low-income countries, where less research of this

nature has been done.

Based on the results from these search strategies, I collected literature that

addressed either the overall phenomenon of living with breast cancer or particular

phenomenon within that experience, e.g., survivorship, waiting. Given the nature of my

study, articles that focused on women receiving adjuvant therapy were an important part

of the search strategy . However , while it was one of my inclusion criteria for the

literature review, I did not limit inclusion to those articles. Also important to the review

were articles that informed of the Malaysian woman's experience with breast cancer. One

of the strengths of this review is that I have tried to cover as fully as possible the

literature pertaining to breast cancer in Malaysia and other non-western countries. The

review is not meant to be exhaustive of the research that has been done on living with

breast cancer, rather it is meant to inform and situate my particular research .



Living With Breast Cancer

Women with breast cancer may encounter a variety of physical , emotional , and

social problems (Ganz et aI., 1996). Psychological stress relating to the diagnosis of

breast cancer is one problem that many of these women face (Golden-Kreutz et aI.,

2005). This stress is related to having a potentially life-threatening illness , but it is also

associated with aspects of treatment and the many side effects experienced as a result of

the treatment (Dow & Lafferty , 2000 ; Ganz et aI., 1998; Schreier & Williams , 2004).

Women also experience a number of physical problems , especially related to their

treatment. In most cases cancer survivors face irreversible physical changes relating to

the adjuvant treatment they receive (Casso, Buist, & Taplin, 2004). One of the changes

that posed a number of problems, especially for younger women, is treatment-induced

menopause (Ganz , Greendale, Petersen, Kahn, & Bower, 2003). Even though for some,

menopause itself is not a significant problem, it is what it represents that may be

problematic. For some it is a reminder of the many losses that they have had because of

their disease and marks the end of their childbearing opportunities. For others it is the

symptoms related to menopause that cause the most distress.

There is also a suggestion that treatment for breast cancer with chemotherapy

adverselyaffects a woman's sexual functioning (Avis, Crawford , & Manuel , 2005:

Berglund , Nystedt, Bolund , Sjoden , & Rutquist , 2001). In fact, breast cancer affects

many aspects of women's sexuality including changes in physical functioning and her

perception of "femaleness" (Wilmoth & Ross, 1997). Physical problems other than those

related to menopause and sexual functioning have been investigated and these problems,
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such as numbness and lymphadema, seem to have long term consequences. Some

physical changes attributed to adjuvant therapy may also have long term implications

(Kornblith et aI., 2003) .

While many women find different ways to improve their lives and to cope with

the consequences of breast cancer, it is important that nurses try and find out the various

ways women's lives are affected. This will assist nurses in identifying strategies to

improve the women's ability to cope and thus achieve a good quality of life. There have

been numerous studies that have explored how women live with breast cancer. Most if

not all of the studies located are qualitative. Many of these qualitative studies have used

various phenomenological methodologies or alternatively have employed grounded

theory. A few researchers have used quantitative methods. Most of these studies have

been conducted with women living in the western world, with some of these focused on

minority groups or various ethnic groups living in western society. A few studies have

been conducted in Asia . The following sections contain a review of the research

literature on women's experiences with breast cancer.

North American Women's Experiences

United States. Much of the research located documented the experiences of white

or Caucasian American women and this section is an overview of these studies . The

section also includes women of ethnic minorities living in the United States . Moch

(1990) studied the phenomenon of health within the breast cancer experience. She

interviewed 22 American women using Newman's (1986) "health as expanding

consciousness" framework to analyze her data. Findings related to having cancer



II

included themes that addressed information gathering to make choices, dealing with

physical aspects of the disease, and means of dealing with lack of control and threat of

future cancer, and retaining hope for the future . The three other themes identified related

to the women's expanded consciousness and were experienced through how they changed

their relatedness to others , the meanings they could attach to their experiences, and how

they could develop new perspectives about their lives.

Since age at time of diagnosis has an impact on women diagnosed with breast

cancer (Avis et aI., 2005), the question that Loveys and Klaich (1991) asked in their

qualitative study, with 79 white women living in the United States recently diagnosed

with breast cancer, was what impact this condition had on younger women. Younger

women were defined as those who were still able to have children. These researchers

found that a number of areas of the women 's lives were affected by the diagnosis and

they characterized their findings as "demands of illness." These demands ranged from

facing the fact that they had breast cancer to dealing with financial and work-related

challenges. Treatment concerns and some of the bodily changes they had, also put

demands on these women to work through the effects of cancer. The authors illustrated

how many aspects of a woman's life are affected by a diagnosis of breast cancer.

Nelson (1996) focused on the phenomenon of uncertainty among nine breast

cancer survivors living in the United States. She combined the research methods of

hermeneutic phenomenology and photographic hermeneutics within her study. She

identified five themes related to uncertainty. Uncertainty because of changing emotional

feelings such as fear of dying and anxiety, who to rely on for supportive relationships,
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transitions in their lives around ~osses and waiting, how to deal with the death of other

women with breast cancer, and how to gain a perspective of their lives given their

condition were just some of the ways that uncertainty was experienced by these women.

The author called the unifying theme of all these uncertainties "struggling to gain

meaning." Breast cancer survivors frequently try to find meaning in what has happened

to them throughout the course of their disease.

The phenomenon of surviving or being a survivor of breast cancer was the issue

that Thibodeau and MacRae (1997) studied . They included 45 white American women

who were three years post diagnosis with early breast cancer, in order to examine the

experience of being a breast cancer survivor. They found that many of the concerns

related to survivorship of these women were similar to those identified by Loveys and

Klaich (199.1). However, there were also some differences in that the women in the

Thibodeau and MacRae study also identified positive aspects of their experience and

identified how they developed their spiritual side as a consequence of their cancer

diagnosis and experience.

The issue of survivorship is important to anyone diagnosed with a life-threatening

disease . Pelusi (1997) also studied survivorship among eight women living in the United

States. She used a phenomenological approach to her study. To these women the

essence of survivorship had to do with how they responded to the multiple losses they

had experienced as a result of having breast cancer and the uncertainty associated with

the disease. Financial concerns were also an important part of their experience. Along

the negative aspects of the disease, survivorship entailed growth and finding support
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along the way. The experience was characterized as a "journey"; a descriptor not

infrequently used with an experience of cancer.

A third study also focused on survivorship . This study examined how the

meaning of cancer had evolved for eight older American women who were long-term

breast cancer survivors (Utley, 1999). In this study three meanings of cancer were

identified for these women. Cancer was seen as "sickness and death," an "obstacle," and

also as "transformative." These three themes illustrate the changing nature of the disease

over time and how breast cancer survivors were able to move forward. Because the focus

was on older women, the author did indicate that the meanings could be different for

younger women. The transformative nature of experiencing breast cancer is an important

theme in other qualitative studies (Coward & Kahn, 2005; Moch, 1990).

The experience of breast cancer would be expected to differ if women had

adjuvant therapy versus not undergoing this treatment, given some of the side effects

women may experience with adjuvant therapies (Adjuvant Therapy for Breast Cancer,

2000). Young-McCaughan (1996) specifically examined how the use of adjuvant therapy

affected the sexual functioning of 67 women with breast cancer living in the United

States. The author found that women receiving chemotherapy were more likely than their

controls receiving endocrine therapy, to have moderate to severe problems with sexual

functioning. Vaginal dryness, decreased sexual desire, and difficulties with intercourse

were more frequent problems for the women who had adjuvant therapy. Similar findings

of persistent sexual dysfunction and related symptoms have been noted with long-term

survivors, e.g., up to seven years post-treatment, for American women with breast cancer
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who have received adjuvant therapy (Broeckel , Thors , Jacobsen , Small , & Cox, 2002).

These researchers studied the outcomes for 58 women.

In another study that focused on adjuvant therapy, Knobf (2002) used a grounded

theory approach to understand the social psychological processes of women with therapy­

induced early menopause among breast cancer survivors. For the 27 women in this study

"vulnerability" was identified as the main problem. The basic process that was used to

theorize how these women dealt with this vulnerability was "carrying on." To deal with

their challenges and to enable them to carry on, women learned how to become focused

on immediate problems, face the uncertainty in their lives, become menopausal - in that

they learned to accept this change, and balance the challenges . The substantive theory

developed from this research helps to understand the problematic experience of early

menopause in breast cancer survivors and some of the issues nurses and other health care

professionals need to understand .

Women's outcome or adaptation is influenced by various factors. Samarel and co­

researchers (1998) studied women's adaptation to the different aspects of breast cancer

that survivors face. They examined this adaptation using Roy's Adaptation Model and

within the context of support groups. Most of the 70 American women they interviewed

in this quantitative study reported they needed to made adaptations in the four adaptive

modes identified in Roy's model , i.e., physiological , self-concept, role functions, and

interdependence. The finding would be in keeping with the known effects of breast

cancer and treatment on the body, women's views of themselves, relational issues, and
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need for support . They also reported positive aspects of their experience similar to those

noted above in Thibodeau and MacRae's (1997) study.

Sammarco (200 I) used a quantitative approach as well to investigate how social

support and uncertainty affected the quality of life of 101 younger women living in the

United States, who had survived breast cancer. This researcher found that the women

who felt they had greater social support had a better quality of life than those with less

social support. However , those with greater uncertainty' had a lower score on quality of

life measures than those reporting less uncertainty . While the two variables, social

support and uncertainty , explained much of the variance in quality of life scores, a large

amount of the variance was unexplained, suggesting there are other important influences

on quality of life for these women.

Ho\Ywomen use decisional support aids for diagnosis and treatment was the focus

of a phenomenological study by Lacey (2002). She interviewed 12 women who had been

treated for breast cancer. The amount of stress that women experienced when faced with

a diagnosis and coupled with the pressure to make a decision as quickly as possible , were

some of the factors that made the early period of their breast cancer experience

overwhelming. The women relied heavily on the advice they received from physicians,

but their main support came from family and friends. The women felt nursing care was

lacking during this important time. The research illustrates how important help and

support is in making decisions for breast cancer treatment.

How breast cancer survivors are able to resolve issues like their fear of dying and

feelings of being alone were the focus of an investigation by Coward and Kahn (2004) .
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