Chapter 4

Research Design and Method

Introduction

As discussed in Chapter One, previou s research on anticipatory grief has been based on the
assumption that the phenomenon exists (e.g., Clayton et al. 1973; Kastenbaum & Costa
1977, Rando 1986a). That is, it was t:ikken for granted that anticipatory grief was an intrinsic
component of confronting an impending loss. Assuming the existence of a fixed reality
about the concept has meant that the research has focussed on attempts at discovering facts
about the phenomenon, for example, whether experiencing the effects of anticipatory grief
are benign, harmiess or deleterious The methodological concerns of these quantitative
studies have focussed on counting, rieasuring or attempting to reveal causal relationships
between anticipatory grief and oth:r social phenomena. Furthermore, data have been
analysed through numerical compansons and probability inferences and reported through
statistical analyses. Sweeting and Gilhooly (1990) suggest that there is a need to develop
the operational concept before attenipting to investigate its impact. This call for further
exploratory research arises from a number of problems associated with previous empirical
work. These include the accumulatio 1 of inconsistent information concerning the effects of
anticipatory grief (Rando 1986a), the limited conceptual and empirical underpinnings of the
concept (Siegel & Weinstein 1983 and the argument that it is a socially constructed
phenomenon (Fulton et al. 1996). To understand the experience of individuals confronted
with the expectation that they will er counter a significant loss, it is necessary that research
be conducted during the period in wt ich the ‘syndrome’ is thought to occur, that is, prior to

the anticipated loss.

The purpose of this chapter is to present the research design and method chosen to
investigate the experiences of indivicuals living with the life-threatening illnesses of cancer
and HIV/AIDS and clarify the conczpt of anticipatory grief. The chapter begins with the
rationale for focusing on the life-threatening diseases of cancer and HIV/AIDS followed by
a description of the study design, sample size and composition, profile of the informants,

sample selection and the location a1d condluct of interviews. The chapter also discusses
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how the researcher’s changing knovledge and experience with the topic and the problems
experienced with recruitment of pro;pective participants influenced the project’s evolution
from its original design. Limitations of the study, resulting from decisions taken concerning
methodology, are discussed as appropriate throughout the chapter. The chapter concludes

with a discussion of data analysis.

Rationale for selecting cancer and HIV/AIDS

Two factors are crucial in the dev:lopment of a study aimed at re-examination of the
concept of anticipatory grief. Firstly, identification of a situation in which individuals are
confronted with the expectation that they will encounter a significant loss. That is,
identifying a situation in which individuals have a reasonably based expectation that a
significant loss will occur. Secondly, that the loss be expected within a reasonable time
frame. Specifically, the loss should 1.0t be expected within a matter of days, as in a sudden,
serious illness or accident, or at som: indefinite period, such as with a degenerative disease
(e.g., multiple sclerosis, motor neurc ne disease, heart or kidney disease). The later stages of
life-threatening diseases of cancer ard HIV/AIDS meet these criteria. The selection of these
two diseases resided not only in their life-threatening aspect, but also because they have
some similarities and differences that may influence individuals’ responses to the

subsequent illness experience and th:: period during which a significant loss is expected.

The major similarity between thes: two diseases is that both are prominent and have
considerable symbolic representation within the broader community. As the two most
powerful illnesses, in terms of symbolism, they are encumbered by the trappings of
metaphor (Sontag 1991) and metapors, like concepts, models and analogies provide the
spaces for making new statements within any specific discourse (Henriques, Holloway,
Urwin, Venn & Walkerdine 1984). Furthermore, the discourses of both diseases are in a
complex interrelationship, not only with the discourse of grief, but also the other,
previously identified, discourses thit are l.kely to influence individuals’ perception and

thoughts about the future.

A number of differences between cancer and HIV/AIDS as life-threatening diseases, that
may influence individuals’ illness e ¢perience, are evident prior to the development of any

research project. Firstly, the length of time the community has been exposed to each
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disease. For example, cancer has a 1>ng history of knowledge development. Consequently,
the common sense discourse of cancer is well established, as is the corresponding medical
discourse, and expectations of how individuals should react, are entrenched within these
discourses. Alternatively, HIV/AIDS; is a phenomenon of the late 1970s and early 1980s
and, initially, there has been limited time to develop established expectations about how
individuals should react. Furthermose, there were fewer differences between the common

sense and medical discourses.

Secondly, there are differences in th: amount and type of knowledge concerning the cause
of each disease. The cause of HIV/AIDS is <nown. Within a relatively short time from the
introduction of this new disease medical science had proved beyond question that a virus is
responsible for the development of FIV/AIDS. The virus irreversibly damages the immune
system to the point where it can ro longer successfully defend the body against other
organisms. It is these other, opportur istic, infections that ultimately lead to the individual’s
death. Furthermore, the method of HIV infection is known: infection results from the
transference of infected body fluid from one person to another. However, knowledge
concerning the cause of cancer is not so definitive. Although some carcinogenic substances
have been identified by medical science, the actual causes of cancer are not yet fully
understood. Furthermore, there is considerable speculation surrounding the factors which
may predispose some individuals to develop cancer (Lowenthal 1996). The significance of
this difference resides in how this ¢spect of knowledge influences the definition of each
disease as a social object and individuaals’ subsequent interaction with this social object and
their own diagnosis. The certainty strrounding the causal aspect of HIV/AIDS is not likely
to lead infected individuals to question what caused their infection. However, the
uncertainty surrounding the causes of cancer, and the diversity of associated beliefs within
the common sense discourse of cencer, is likely to influence individuals’ reaction to

personal diagnosis.

Thirdly, differences exist concernin;; the outcome of each disease. Currently, there is no
known cure for HIV/AIDS. That is. there is no medical knowledge available concerning
how to eradicate the virus from an infected individual’s body. However, although the idea
that cancer is a death sentence is so ‘irmly rooted in the common sense discourse, medical

6

science has achieved a situation i1 which cancer cures are regularly achieved”
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(Lowenthal 1996, p. 3). This differeice is likely to influence how individuals react to their
diagnosis. Individuals diagnosed with cancer are more likely to be influenced by the

discourse of hope than their HIV/AIDS counterparts.

Fourthly, there is a difference in the ncidence of each disease. The incidence of HIV/AIDS
in Australia is prominent within a relatively small, but well established community, the gay
community (Commonwealth Department of Health and Community Services 1996),
whereas cancer occurs across the wider community. The significance of this difference is
that those who are infected with the HIV are likely to have more personal contact with the
disease than their cancer counterperts have with cancer. For example, gay individuals
diagnosed as HIV-positive are likely to have a number of friends who have either already
died as a result of the virus, or arc experiencing the effects of opportunistic infections
(Cherney & Verhey 1996; Kelly & Raphael 1992; Klein & Fletcher 1987; Nord 1996). In
addition, the gay male community h.id already developed a wide variety of social, cultural
and political institutions which wer: relatively cohesive and were rapidly mobilised for
involvement in HIV/AIDS-related policy decision making and education campaigns
(Altman 1992b; Dowsett 1992; Padgug 1987). For example, the Australian gay press had
been concerned about gay men’s sexual health since the late 1970s and almost exclusively
reported the earliest news stories of the emerging disease until 1983-84 when patchy, and

frequently sensational, coverage beg: n to appear in the mainstream media (Dowsett, 1992).

In contrast, individuals with cancer do not have the same personal familiarity with the
disease as do their HIV/AIDS coun:erparts. Although individuals diagnosed with cancer
might ‘know’ someone else who has had cancer, the relationship is likely to be more distant
(e.g., parent, extended family mem er, or acquaintance). That is, individuals diagnosed
with cancer are less likely to have li/ed thrcugh the experience of a number of their peers
or close friends developing cancer. Consequently, their knowledge of cancer prior to their

own diagnosis is more likely to be in luencec by the common sense discourse of cancer.

Finally, there is a difference in tte stigma associated with each disease. Individuals
diagnosed with cancer are stigmatise 1 as a result of the common sense discourse belief that
cancer is contagious and the individu al is culpable for the development of their disease but

not for their lifestyle. However, considerable stigma has been ascribed to HIV/AIDS
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because of it initial close associatio1 with socially stigmatised groups (e.g., homosexuals,
intravenous drug users, and prostitut::s). Consequently, cancer appears to be a more socially
acceptable disease than HIV/AIDS. ""his is likely to influence how individuals react to their

own diagnosis and illness experiences.

Research design

The current research was designec as a cross-sectional study using a combination of
qualitative and quantitative methods during a two part interview. The selection criteria for
inclusion in the study were that prospective informants have:

1. adiagnosis of seroconversion or an AIDS related condition (ARC); or

2. adiagnosis of life-threatening cencer.

In addition the informants had to:
1. be well enough to participate in t1e research; and,

2. have sufficient command of English to engage in an interview.

Part A of the interview consisted of ¢ n unstructured interview to obtain, in their own words,

individual’s story of their experiences of living with a life-threatening illness. The duration

of interviews ranged from 1 to 3 hou s and was audio-taped for the following reasons:

1. Content analysis of qualitative data depends on the accuracy of the data collected and
taping enables the researcher to collect precise data.

2. Taping is less intrusive and a more effective method of collecting qualitative data than
note taking during the interview.

3. Taping each interview allows tie researcher to concentrate on the issues that arise

during the interview rather than t e distracted while note taking.

After completing Part A inform:nts completed Part B, a structured questionnaire,
consisting of the following well established, instruments:
1. The State-Trait Anxiety Inventcry (STAI) (Spielberger, Gorsuch, Lushene, Vagg &
Jacobs 1983);
2. The Collett-Lester Fear of Death Scale, (FODS) (Lester 1990);
Social Readjustment Rating Scal::, (SRRS) (Holmes & Rahe 1967);

4. The Rotter Internal-external Locus of control, (Rotter 1966); and,
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The above instruments were selected in lieu of a specific grief inventory as they were
considered to provide more appropri.ite data for the study of the experience of living with a
life-threatening illness and the availa»le grief inventories are heavily biased toward death as

the trigger for the grief being measur :d.

Sample size and composition

A number of difficulties (detailed below) were encountered in recruiting prospective
participants which resulted in the selection of a ‘convenience’ sample of eighteen
informants. The sample is labelled 1s convenience because the researcher was forced to
include whoever agreed to participate rather than following established sampling
techniques. It is acknowledged tha: problems with the final sample do not allow for
generalisation of study conclusions to the wider population. However, a number of issues

are raised that indicate further, moie broadly based, research is warranted (see Chapter
Ten).

The interviews were conducted curing the period March 1992 to February 1994.
Individuals were interviewed as they became available and no attempt was made to conduct
block interviews. That is, no attempt was made to interview all individuals diagnosed with
one disease prior to commencing iiterviews with individuals diagnosed with the other

disease. The distribution by illness ar d gender are provided in Table 4.1.

The nine individuals diagnosed witl: a life-threatening forms of cancer were interviewed
between March 1992 and February 1394. The types of cancer diagnosed were cancer of the
clitoris (2), cancer of the cervix (3), cancer of the ovaries (2), bone cancer (1) and cancer of
oesophagus and lungs (1 male). All the female informants in the cancer sample were being
treated as an outpatient, or in the on:ology ward, of a major hospital located 1n the capital
city of an Australian State. The lone male informant in the cancer sample was being treated
in another major metropolitan hospit.l within the same capital city. Since being interviewed

three informants have died as a resul' of their cancer.

The nine informants included in the HIV/AIDS sample were interviewed between March

1992 and August 1993. All had bee interviewed in an unrelated research project and, in
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view of the different focus of each project, agreed to participate in the current study. One
informant became upset a short tirie into the interview and declined to continue his
participation in the project. At the timr e of interview, one informant had developed Kaposi’s
Sarcoma, one informant had expeienced a series of hospitalisations as a result of
opportunistic infections, a further two individuals had severely reduced T-cell counts and
four informants had not experienced continuing problems after initial infection. Four of

these informants have died since beir g interviewed.

Table 4.1 Cancer and HIV/AIDS Sample by Sex

Iliness T Female Male } Total
Cancer 8 1 ) 9
HIV/AIDS 0 9 L 9 i
Total 8 v 10 i 18
|
Gender bias

A major aim of the study was to allow individuals to identify issues they considered
important during their experience >f living with a life-threatening illness rather than
examining researcher imposed assuriptions and issues. Consequently, specific issues such
as gender were not intentionally inciuded as a special topic within the interviews. It was
anticipated that with similar numbers of females and males included in the sample, these
issues would be identified from ths narranves. However, efforts made to increase the
number of males with cancer proved fruitless as appropriate health care institutions and
agencies either denied initial access >r obstructed access by claiming none of their patients
met the study criteria. Similarly, vigorous efforts were made to recruit female informants
living with HIV/AIDS but since th: numbers available were generally considered to be
very small and another, Government funded, major research project had just commenced
with the women’s groups approach:d, each group declined to participate in this project.
Approaches to general practitioners known to be treating female patients with HIV/AIDS
also proved unsuccessful. It is acknowledged that the gender bias in the final sample
precludes generalisations of study conclusions to the general population. However, a
number of other issues are identified that warrant further investigation, along with the issue

of gender, in future studies.
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Profile of informants

The age distribution was different for each sample; the HIV/AIDS sample, with ages
ranging from the 25-29 years age grcup to the 45-49 years age group, was younger than the

cancer sample, in which ages ranged from the 20-24 years age group to the 65-69 years age

group. The age groups by marital staius are provided in Table 4.2.

Table 4.2 Cancer and HIV/AIDS Samples - Age Groups by Marital Status

Cancer HIV/AIDS

Age group Married Divorced Married’ Gay® Single

20-24 years 1

25-29 years 2 1

30-34 years 1

35-39 years 2 1

40-44 years 2 1

45-49 years | 1 1

50-54 years 1 1

55-59 years

60-64 years 1

65-69 years 1

Total 6 3 1 6 2

Notes: 1. Refers to informant living in het¢ rosexual relationship

2. Refers to cohabiting relationship

Only one of the cancer informants was working in a part time capacity. The remainder
were no longer in the workforce. In contrast, only one informant in the HIV/AIDS sample
was not working; he was in receipt of a pension because of inability to work on health

grounds. Five informants in the HIV/AIDS sample were continuing to work full-time and

the remaining three informants were working part-time.
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The samples also differed on length of time since diagnosis (see Profiles of informants,
Appendix A). Seven of the HIV/AID'S sample were diagnosed during the first five years of
the disease in Australia and, therefore, had been living with knowledge of their HIV status
for between six to nine years. Of the remaining two informants one was diagnosed eighteen
months, the other, three months prio " to interview. The situation was reversed in the cancer
sample with two informants living v’ith cancer for long periods of time; one informant for
twenty eight years, and the other for seven yzars. Of the remaining seven cancer informants
one had been living with cancer for riore than two years and three informants, less than two

years (the most recent diagnosis of c.incer was one month prior to interview).

Sample selection

The researcher’s prior experience in completing research with individuals with cancer led
to the belief that prospective infcrmants would not have difficulties with either the
interview or the questionnaire. Hcwever, it was recognised that the health status of
prospective participants might prec ude otherwise appropriate informants. For example,
some individuals who initially agrecd to participate may be forced to postpone or cancel
scheduled interviews because of detc riorating health. Other participants may initially agree
to participate, begin the interview, vnexpectedly become too upset to continue and decide

to decline further participation.

The decision to seek volunteers fo' the study, rather than making direct approaches to
prospective informants, was based on two major concerns of agencies and organisations
providing services to people living with each life-threatening illness. Firstly, the frequently
expressed concern regarding the ser sitive nature of research about dying and death. The
primary concern is the possibility cf the research topic increasing stress and anxiety for
their clients. Secondly, calling for informants’ voluntary participation does not place
pressure on individuals to participatc. Consequently, agencies and organisations providing
services to people living with either 1IV/AIDS or life-threatening cancer were requested to
provide a Letter of Invitation (Appendix B) to prospective informants. If individuals
wanted to participate in the study, o1 were interested in obtaining further information, they

were asked to make direct contact with the researcher.
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It is acknowledged that this sampling technique leads to selection of a biased sample which,
in turn, affects the generalisation of conclusions drawn from the study. This bias stems
from the fact that individuals who volunteer their participation in research projects may
have significantly different experier ces than those who choose not to participate. For
example, those who volunteer may b¢ more prepared to discuss emotional issues than those
who decline the invitation. Furthermcre, they may have significantly different perspectives
about the issues associated with thei illness experience and different ways of interpreting

their subsequent interactions.

Initial telephone contact was made¢ with the directors of agencies and organisations
providing services to individuals living with cancer or HIV/AIDS (e.g., hospices, support
groups, oncology wards, nursing services) to briefly introduce the study and the researcher.
This contact was followed by forwarding written background material (see Appendix C)
outlining the rationale and methodology for the study and requesting further face-to-face

discussions to clarify any concerns o1 issues arising from the written material.

Of the fourteen written approaches to agencies, five declined outright with reasons given
ranging from ‘other research already being done with patients’, ‘no facilities available for
research’ (despite none being asked for) and ‘the Executive believe that patients should not
be burdened by such interviews’. F ve other agencies participated in formal discussions
with the researcher, requested furtter details in writing be provided to their Ethics or
Research Committee who then declir ed involvement for similar reasons to those above and
‘there is no immediate benefit for the patient’. Of the four proposals that were approved by
Ethics and Research Committees orly one resulted in gaining access to informants - all
females with a diagnosis of life-threatening cancer. Approval from this Ethics and Research
committee of a major metropolitar hospital was condition upon the Oncology Social
Worker pre-selecting prospective informants, checking that they were prepared to
participate, and, on their agreement, passing names and contact numbers to the researcher.
The hospital Research and Ethics Co nmittee stipulated that the prepared form of disclosure
and informed consent (Appendix D1) be amended (Appendix D2) for use with patients
from the hospital. The lone male cancer informant resulted from the researcher’s personal

friendship network.
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No HIV/AIDS informants were ob:ained from formal approaches to relevant agencies,
organisations or support groups. All nformants in the HIV/AIDS sample were recruited via
a separate research project: an ethnc graphic study providing a descriptive account of how
individuals lived with HIV/AIDS (see Minichiello 1992). Initial agreement to participate in
the present project was obtained by the other researcher. Names and contact numbers of

those volunteering for the current study were passed to the current researcher.

Location and conduct of interviews

Prospective informants were first cor tacted by telephone to introduce the present researcher
and provide details of the study. Informants were given the option of having the interview
at their own home, at a secure office within the university, or a confidential area within the
hospital. These options were made available to encourage a greater sense of control for
participants and facilitate a more corfortable environment where they had greater freedom
to discuss health care and person:] issues. At this initial contact, the issue of audio
recording of the interviews was raised with informants. Once verbal agreement was given a
mutually convenient time and place of interview was arranged. Fifteen interviews were
conducted in the informant’s horie, two informants from the cancer sample were
interviewed in a confidential arec within the hospital and one informant from the
HIV/AIDS sample chose to be interviewed in the researcher’s home on his way home from

work.

At the start of each interview the researcher again briefly discussed the study and clarified
any issues that may have arisen for he informant. The issue of audio taping the interview
was again clarified with the inforniant. The researcher also explained the need for the
completion of a form of disclosure and informed consent and the informant was advised
that they could withdraw from involement with the study at any time. While the informant
read through the form of disclosure and informed consent, the researcher set up the audio
tape recorder so that it was as inconspicuous as possible but still visible to allow the
researcher to monitor it without having undue fuss or disruption to the interview. During
this period the researcher took the opportunity to continue developing rapport with the
informant by identifying an unusua or interesting aspect of the informant’s environment

and making a genuine compliment.
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The interviews for the cancer sample began oy the researcher expressing interest in hearing
the informant’s story, in their own wrds, from the time of diagnosis up to the present time.
The researcher sought clarification o * statements made by the informant as appropriate and,
by recognising the informant’s need to move away from highly emotional issues at times
allowed the informant to move off it apparent tangents. The researcher returned to these
sensitive issues at a later stage in th: interview and almost invariably the informant spoke
about the issue at greater depth. The researcher was vigilant in his attempts to pick up, and

check the meaning of, verbal and nor1.-verbal cues given by the informant.

The HIV/AIDS interviews were conducted slightly differently in that the researcher had
access to the transcripts of interviev's conducted for the previous research. Although data
from these transcripts were not analysed for the current research it was used as background
information for the current researc). It enabled the current researcher to clarify issues

previously raised or lead into issues in a way that did not require duplication.

All interviews closed with the resea cher very briefly summarising the main points of the
interview and asking whether there wvere any other issues that the informant thought were

important for the researcher’s unders:anding of their experiences.

It 1s acknowledged that the narratives resulting from these interviews are not simply each
informant’s story but, inevitably, ar: a co-authored narrative. Both the informant and the
researcher influence the content and interpretation of the story being told. The researcher’s
influence resides in the issues, comrients, signs and objects chosen to be acknowledged or
explored. Further bias is introducel in the form of the researcher’s interpretation and
analysis of these issues. However, at all times during interviews the researcher had in the
back of his mind a number of isues. Firstly, Polkinghorne’s (1988) application of
discourse theory in gaining an under;tanding of the dynamics involved in the production of
narratives in the interview context. /.ccording to Polkinghorne, the interviewee is the teller
of the story and the interviewer is thz hearer. In the interview context, the story selected to
be told can function to present a »Jarticular image of the teller. Similarly, the kind of
interview the hearer undertakes can affect the kind of story told. This frequently occurred
during interviews. Informants often nitially told their story in terms that presented them in

a positive image. However, as in:erviews progressed and informants became aware,
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through interaction with the researcher, that he was not making judgments about their
actions and was really interested in their story, they began to disclose more details about
their intimate responses. For exampl:, one informant from the cancer sample initially spoke
of her assertiveness during the dizgnostic process. It was not until much later in the
interview that this informant returnec. to the 1nitial diagnostic process and, in discussing her
fears about cancer and how that stcpped her from seeking a second opinion, provided a

very different story.

Secondly, Mishler’s (1986) comme 1t that narratives are context sensitive, both in their
telling and in the meaning they give «:vents, and their form and content are responsive to the
aims and conditions of the interview situation. Thirdly, Paget’s (1983) suggestion that
establishing solidarity between int:rviewer and interviewee, and a context in which
participants are engaged in trying to ninderstand important aspects of their lives, is crucial in
building a context in which the interviewee feels less need to tell stories that are primarily
designed to present the self in socially valued images. The method Paget suggests to
encourage the production of this type of story is asking searching and open-ended questions
and supporting extended responses. This process is facilitated by using the basic
counselling techniques of empathy, respsct, warmth, positive regard, summarising,
paraphrasing and reflecting feeling:. Being non-judgmental is crucial in developing an
environment of safety and trust f>r informants. Such responses from the researcher
encouraged informants to openly discuss the more intimate details of their story. The
appropriate use of these skills also cemonst-ates the interviewer’s willingness and interest
in hearing the unique meaning individuals ascribe to situations, events and experiences
rather than the socially valued images and meanings. During these in-depth interviews the
researcher used his years of experier ce and skills as a counsellor to clarify and understand
the informant’s perspective and, as riuch as possible, endeavoured to be aware of when he
might be imposing his beliefs or per:eptions on the unfolding of the informants’ narrative.

This issue was reinforced for the rese archer during the pilot interviews.

Evolution of the research

It was originally intended to use th¢ combination of qualitative and quantitative methods
during a two part interview with couples who have been in a relationship of at least twelve

months duration and in which one partner met the following criteria.



1. GROUP I - an individual who I as received a diagnosis of terminal cancer or terminal
AIDS related condition (ARC) ‘wvithin 2-4 months prior to interview. Twenty couples
meeting this criterion, for each il ness, were to be interviewed.

2. GROUP 2 - an individual who has an approximate diagnosis of a 2-4 month period
prior to death. Twenty couples meeting this criterion, for each illness, were to be
interviewed.

3. GROUP 3 - the surviving member of GROUP 2, approximately 2-4 months after the
death of their partner.

It was anticipated that a total of 200) interviews would be conducted, with 100 interviews

relating to HIV/AIDS and 100 interviews relating to cancer. Within each of the cancer and

HIV/AIDS sample 40 interviews wculd be with individuals diagnosed with the illness and

60 interviews would be with their pe rtners. It was anticipated that this would overcome the

principal methodological problems ‘with prior anticipatory grief research as data would be

collected on those facing their own imminent death and those facing the imminent death of

a partner. It would also provide data on the experience of the surviving partner’s emotions

both during the period anticipator/ grief is claimed to occur and after the death. A

comparison of pre- and post-death e» periences for one group could then be conducted.

A longitudinal study was originally considered. This would have allowed for interviewing
the same informants across the thr:e time periods, thus enabling a comparison of grief
experiences for each individual and ouple. However, for both diseases, the time line from
diagnosis to death is often measurec in years. Furthermore, the time frame for completion
of the thesis restricts time available for data collection. Consequently, it was decided to
undertake a cross-sectional study and use the above three groups to provide data on the
experience of grief, changes experienced and identification of other important issues raised.
It was also considered that Group 2 could provide data on recalled experiences associated
with diagnosis and, similarly, Group 3 could provide recalled data on issues and

experiences relating to diagnosis anc just prior to death of their partner.
Part A of the interview was to consist of a focussed interview to:

1. Obtain the individual’s story cf their experiences of living with a life-threatening

illness, in their own words, and;
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2. Investigate the relevance of a nuinber of issues in clarifying the grief experience during
the period of anticipating a deat1. These issues had been identified by the researcher
during his professional experienc: as a grief counsellor.

It was anticipated that the interview would be of one to two hours duration and that they

would be recorded using audio-tapes. It was planned that while one individuals was

participating in this interview their piutner would be complete Part B.

Issues influencing the evolution of the research

Two major issues influenced the evclution of the research project namely, development of
the researcher’s knowledge and understanding of the topic under investigation and
unforeseen difficulties associated with recruitment of prospective informants. The
difficulties in recruiting sufficient nimbers for the original study involved the inability to

overcome the influence of inaccessible gatekeepers within the organisations approached.

Development of researcher’s knowledge

During pilot testing of the interview guide tae researcher became aware of the importance
of Bowers’ (1987) comment concerning identifying where researchers have incorporated
assumptions that are inconsistent with the individual’s subjective reality. The researcher
became aware of how his frame of rcference was inadvertently influencing the type of data
collected and how, ultimately, this would affect the results and conclusions drawn from the
study. Also, it became apparent du-ing preliminary analysis of the pilot interviews that
there was a difference between the way individuals talked about the disease, and their
subsequent illness experience, and F ow members of the community talk about, and make
meaning of, both cancer and HIV/ADS. It also became apparent that this difference may,
in some way, contribute to the incoclusive findings of previous research on anticipatory
grief. That is, the professional discot rse of anticipatory grief may differ from the discourse

developed and used by individuals li 7ing with the experience of a life-threatening illness.

The original interview guide (Aprendix E) was developed based on the researcher’s
understanding of issues that appecred to be important in comprehending individuals’
experience of living with cancer or HIV/AIDS. The original version of the interview guide
was divided into six topics for disct ssion that began with generalised issues and followed

by increasingly more emotive issues These :opics were a personal story prompt, awareness
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contexts, important changes and issues, social construction of illness, locus of control, and
support networks. Each topic containad spec.fic introductory questions followed by a list of
issues that were considered imporiant to explore during the resultant discussion. For
example, the topic on awareness contexts was to be opened by the interviewer asking the
question “Tell me about what you kr ow about cancer/HIV/AIDS”. The issues for coverage
during the resultant discussion were, diagnosis, prognosis, treatment, and progress of the
illness. After two pilot interviews this format was considered inappropriate for the
following reasons: the three page format was far too detailed and cumbersome to act as an
informal prompt for the interviewer and it severely restricted the flow of discussion. The

interviews in which this guide was used were stilted and disjointed.

Major revisions were made to the interview guide in an effort to make it a more
manageable, one page format. The riain topics for discussion were retained. However, the
specific introductory questions for ez ch topic were discarded as they proved to interrupt the
flow of informants’ narratives. Singl: word or simple phrase reminders were substituted, to
remind the interviewer of the issues to be covered in the interviews. The revised interview
guide (Appendix F) was used durin 3 the next two pilot interviews. Although this second
version was considerably less structured it was still too detailed and cumbersome and was a
hindrance during interviews. More mportantly, it also became apparent during the pilot
interviews that the interview guide ncluded topics that were not particularly relevant for
informants’ perception of their experiences. This was demonstrated in informants’
responses to the interviewer’s questions; individuals ‘contextualised’ their response. That
1s, prior to responding to the actual Juestion, informants provided background information
they considered important for the in erviewer in developing and accurate understanding of
their experience or interaction. For e cample, when asked to talk about his marriage breakup
one informant in the HIV/AIDS sample provided brief information about how his wife was
“... the second relationship I'd ever had” and that when they married he had been “... too
young and too ignorant to consider my sexuality”. He then provided detailed information
on what he perceived as the trigge: (disclcsure of a clandestine homosexual experience)
that led to the eventual breakdown >f his marriage. Similarly, an informant in the cancer
sample, when asked what is was lik : when she was first diagnosed responded with details
about her diabetic condition and hovv, in the routine of controlling side effects of diabetes,

she discovered a lump. She contexiualised her behaviour by providing more background
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material about the experience, and <nowledge gained during the discovery, investigation
and outcome of a previous lump, before responding with information about how she was
affected by this second discovery. /\gain, tais informant considered it necessary that this
detailed background material be supplied prior to the information sought by the interviewer
as set ‘set the scene’ for the inforrant’s response to the current discovery of an unusual

lump and the diagnosis,.

In a preliminary analysis of these in:erviews it appears that this process of contextualising
initial responses is important for tw» reasors. Firstly, it provides data on what informants
consider influential knowledge tha informs their decision making process. That is, it
provides reasons for individuals’ ac:ion. For example, the cancer informant’s response to
discovery of the second lump was dependent on interaction she had with her doctor
concerning her first discovery of a suspicicus lump twelve months earlier. Secondly, the
process of contextualising these re:ponse gives informants the opportunity to ‘test’ the
interviewer’s openness to hearing information that might be considered too intimate or
‘shocking’ in the context of discussion between strangers. For example, the informant in
the HIV/AIDS sample provides cetails of his first homosexual experience and his
responses. There is little doubt that tais was done in an effort to assess how the interviewer

might respond to other, more intimat : information.

The above experiences, during pilo ing of the interview guide, demonstrate that, despite
concerted efforts to the contrary during project development, the interview guide
incorporated assumptions that were inconsistent with the subjective reality of individuals
living with cancer and HIV/AIDS. As the principle aim of the study is to capture
individuals’ meanings, definitions a1d descriptions of the events that occurred during the
experience of living with a life-tireatening illness, and understand why these were
important, it was decided to discari any form of interview guide and conduct in-depth
interviews in the main study. Usirg in-depth interviewing enables the retrieval of the
informant’s world by understanding their perspective in language that is natural to them.
This reduces the possible distorting :ffect o7 symbols and language which may not be part
of their daily usage (Minichiellc, Aroni, Timewell & Alexander 1990). In-depth
interviewing also allows the researcher to clarify comments made, and terms used, by

informants at the time of data collection. Consequently, for the main study it was decided to
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simply ask informants to tell their ‘story’ asout their experiences of living with cancer or
HIV/AIDS.

Recruitment of prospective informants

Recruitment of prospective informaats proved to be a major difficulty in conducting the
study. This arose in two forms namely, gaining approval from Ethics and Research
Committees and, having gained appropriate approval, eliciting co-operation from
inaccessible gatekeepers within the orgazisations or agencies providing services to

individuals living with a life-threater ing form of cancer or HIV/AIDS.

The principle problem encountered with Ethics and Research Committees was members’
inadequate knowledge of social res¢ arch principles and practices, in particular qualitative
methodology (Fulton 1993). Discussion with committee members often became bogged
down in quantitative research desigr principles rather than qualitative issues. For example,
the lay member of one Ethics Comm ittee demonstrated a lack of understanding of research
principles by insisting that even if :1 patient did not want to have the interview recorded
they should be interviewed as they may simply want to talk to someone about their
problems. The researcher responded with a number of reasons why this was not appropriate
in qualitative research. Firstly, that the boundaries between the roles of researcher and
counsellor needed to be kept clearly defined. Secondly, the interview needed to be audio-
taped to ensure accuracy of data. Tairdly, that an individual’s decision not to have their
comments taped, while respected, would automatically preclude their inclusion in the
sample. Despite the researcher’s protestations, this committee member insisted that the

researcher had an ‘ethical’ obligatior to listen to the patient.

The second, and more insidious, pioblem arose after gaining approval from Ethics and
Research Committees. Persistent difiiculty was experienced in actually identifying and then
accessing agency gatekeepers to engage their continued support for the study. It is
important to identify these individuls to build rapport and provide reassurances that the
researcher is acting in the best interests of patient, family and HCP (Minichiello et al.
1990). Furthermore, it has been well documented that health care professionals often
project their own fears onto patients when discussing issues related to dying or death

(DeSpelder & Strickland 1983; Fultcn 1989a; Kiibler-Ross 1970) and then decide that their
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patients do not wish to discuss suc1 issues with anyone. A situation of this nature arose

with a large metropolitan District Nursing Service (DNS).

After the initial written approach to the DNS lengthy personal discussions took place with
the Research Advisory Committee who, after detailed questioning concerning the study
aims, methodology, and the researcher’s credentials, unanimously supported the project.
All committee members were very 1elpful, providing suggestions how best to engage the
support of staff providing nursing care to prospective informants. In response to these
suggestions several meetings were set up with regional coordinators and supervisors to
explain the project and answer any jueries regarding the research and allow them to meet
the researcher personally. Althougl the researcher offered to make himself available to
discuss any aspect of the research vsith any individual nurse, supervisors gave assurances
that it would not be necessary. During these meetings several supervisors were very
‘protective’ of ‘their’ patients and orenly hostile toward the research but declined to outline
their specific dissatisfaction or conczrns. These supervisors accepted the invitation letters,
at the same time, declaring that the:' could not immediately think of any one, within their

area, that might be suitable.

Two hundred and fifty invitation lett :xrs were given to nine DNS supervisors who undertook
to relay the information to other staff and issue the invitations as appropriate. Only one
individual contacted the researcher : fter receiving an invitation letter from a ‘relief’ nurse.
This person initially volunteered to participate in the research, made an appointment for
interview, but withdrew her agrecment when the researcher arrived to conduct the
interview. The reason given for w thdrawal of interest in the research was that advice
against involvement had been recei/ed from the ‘regular’ nurse. The reason given to the
patient by the nurse were that the research was ‘of little value to patients’. No informants
were actually recruited for the research usicg this method despite the fact that the nursing
service provided domiciliary nursin 1 care to approximately 2,200 individuals with cancer

in 1990/91 (Royal District Nursing Service 1991).

A similar situation occurred with the remaining two hospice/palliative care services who,

after personal discussions with the researcher, agreed to issue invitation letters to their
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patients. In both these cases nurs:s were responsible for issuing the invitations. No

responses were received from patien s in either of these programs.

These extreme problems with ‘gatek zepers’ created major difficulties for the completion of
the study in its proposed format. .\lthougn access was obtained to a small number of
informants, the pool of potential in ‘ormants was severely restricted. No informants were
recruited from the two largest iources of prospective participants, the group of

hospice/palliative care organisations and the metropolitan district nursing service.

A further problem concerned access to partners of individuals diagnosed with either
HIV/AIDS or cancer. Although individuals with the illness volunteered their participation
in the study their partner did not always wish to be included. The option open to the
researcher was to either retain or mcdify the initial selection criteria. Retaining the original
selection criteria would necessitate t1e non-acceptance of single individuals. In view of the
mounting difficulties recruiting suitible participants it was decided to review the study’s
progress and instigate appropriate ct anges. The difficulties in recruiting sufficient numbers
of informants led to the abandonment of the requirement to include couples. Similarly, the
difficulties encountered in obtaining partners’ agreement to participate in the research led to

the abandoned of the requirement to interview partners.

Data analysis

Qualitative data are generally ahalysed by themes from informants’ descriptions
(Minichiello et al. 1990). To facilitite man:pulation of the data during analysis, the Non-
numerical Unstructured Data Inde:ing, Searching and Theorising (NUDIST) software
package was used. The main feature: of NUDIST are that, it compiles all the documents for
analysis (in this study transcribed narratives); it facilitates coding segments of text at
defined index categories; it enables zasy searching for specific word or phrases in the text
of documents; it uses indexing as well as text search as a basis for finding passages of text
and the ideas in them; and it allows for the re-organising and extending of the indexing as
the study progresses and greater understanding develops (Richards, Richards, Joan &
Sharrock 1992). NUDIST supports these processes by creating two systems, the document
system and the index system. The¢ document system stores on-line textual documents

(interview transcripts) together with data about them that is available for analysis. The
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index system stores references to ideas and concepts and facts about the study, and the text
units in the on-line text that exhibit those ideas and concepts. This database of concepts
consists of ‘nodes’ which can be linked hierarchically to form any number of ‘index trees’
of categories, sub-categories, and st b-sub-categories. These nodes are given a numerical
‘node address’ which is described o>y a researcher developed ‘node title’. These nodes

represent the codes developed during the progress of the research.

NUDIST on-line documents must be prepared in specific ways. Initially, each taped
interview was personally transcribcd by the researcher. This provided a way for the
researcher to become completely fimiliar with the data. To ensure confidentiality, all
identifying information was removed during transcription. Deciding how to divide each
narrative document into ‘text units’ v/as a process of trial and error. Initially, it was thought
paragraphs of text would be best. Hc wever, preliminary manipulation of the first interview
was unwieldy as frequently a number of themes were contained in the one paragraph.
Frequently, these themes were prese ited in parallel. For example, a number of themes are
presented in the following extract and, in this format, it is often difficult to tease them out
effectively.

4.1 Um about 20, 21, quite young Yeah, and my um experience was only that I'd
just finished college and I was about to start, you know, life and I suppose in a
new city, I was in ...[named city], so um [EX-WIFE] and I met and I remember
having difficulty relating to Fer sexually at first, but felt quite comfortable
because she seemed to deal with that and there was um and that, that fell into
place, um but right through the first year of our meeting, because we lived
together for a year first, um it was, we never discussed sexuality because we
were quite comfortable with cach other. I noticed that um I was becoming
restless um as far as my fee ings towards my sexuality as well, that's just
summarising it, it was pretty in-depth, um I remember having an experience, I
suppose, in the second or third year into our marriage. (Geoff)

To overcome this problem it was dec ded to segment each transcript into phrases. As can be
seen from the following extract frcm a NUDIST file, the themes become more easily
identifiable. For example, the sexua ity therne is easily identified in the emphasised lines

(9, 10, 16, 17, 18, 21 and 22).

1 Um about 20, 21,

2 quite young.

3 Yeah,

4 and my um experience was ornly that ['d just finished college
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and I was about to start, you :inow, life
and I suppose in a new city,

I was in ...[named city],

soum ...[EX-WIFE] and I mat

o0 1 ON

9 and I remember having diffic lty relating to her sexually at first,
10 but felt quite comfortable bec ause she seemed to deal with that
11 and there was um

12 and that, that fell into place,
13 um but right through the first year of our meeting,

14 because we lived together for a year first,

15 um it was,

16 we never discussed sexuality

17 because we were quite comfotable with each other.

18 I noticed that um [ was becoming restless um as far as my feelings towards my
sexuality as well,

19 that's just summarising it,

20 it was pretty in-depth,

21 um I remember having an experience,

22 I suppose, in the second or third year into our marriage,

Coding

Coding, or indexing, of text units aliows them to be retrieved using the NUDIST program.
A preliminary system of codes can be developed prior to examination of the data. For
example, in the current study codes to distinguishing between the two different diseases,
whether they were in a cohabiting relationship and other demographic data can be
identified prior to examination of the narratives. Using NUDIST, one code can be applied,
as necessary, to the entire narrative. For example, in the current study a code was required
to distinguish whether the informan: was from the cancer or HIV/AIDS sample. Prior to
examination of the narratives it was predicted that a number of probable themes would be
present. For example, it was assumed that informants would discuss their diagnosis,
treatment, prognosis, the process o dying, the event of death, the state of being dead,
culpability, pain, emotional respons:s, sexuality, disclosure, how others responded, hope
and spirituality. Consequently, codes for these topics were also developed prior to
preliminary analysis. However, developing a detailed coding system for qualitative data is
not a ‘one-off’ task but rather on cn-going process that continues throughout the entire
process of data collection and analvsis. As each interview is transcribed the narrative is
examined to identify themes and ccdes developed. As new themes are identified in later

narratives, the previous narratives ar¢ reexamined and re-coded accordingly.
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As discussed earlier, preliminary anilysis of the pilot interviews revealed that, at different
times in their narratives, informants were identified as discussing the issues from different
perspectives. For example, these tlwee perspectives are demonstrated in the following
composite extract:

4.2 [ thought I was going to die .... The doctors talked to me yesterday. They were
so positive — about it — tapped me on the back and said. “We’re going to beat
it. We’ve beaten it so far and tt is [chernotherapy] is just what we have — this is
just the procedure that we have to go through — and they’re so positive.... /
wanted to know if I was going to die in six — you know, if people get cancer

they die six months later. [Emphasis added] (Sue, 1 271; 874-878; 894-895)
In the first italicised phrase Sue is tilking as an individual; she is giving her own opinion
about what she thought was going t> happen to her. In this instance, Sue is recalling her
individual thoughts. There are a nuniber of occasions when other informants discuss their
experiences from this perspective. Consequently, it was to identify these concerns that this
perspective was coded as ‘individual’. In the second part of the extract Sue is talking about
her experiences from a different per<pective, one which influences her interaction with the
disease and medical staff. Similarl/, other informants also used this perspective when
discussing their experiences. Accord ngly, this perspective was coded as ‘patient’. The last
section of the extract (the second italicised section) illustrates the third perspective. Sue is
responding with knowledge gained prior to her personal experience of cancer. In essence,
she is speaking as a member of the community and relaying an element of the common
sense discourse. She is wanting to be informad whether her personal experience will reflect

that of the common knowledge. Thus, this phrase was coded ‘community member’.

Detailed analysis is developed by irdexing each phrase of text under multiple codes. For
example, in the previous extract the phrase “I thought I was going to die” was given the
codes ‘individual’ because Sue was talking about her personal thoughts, ‘diagnosis’
because she was talking about thes:: thoughts at diagnosis, and ‘death’ because she was
talking about the event rather than the process of dying or the state of being dead.
Similarly, the second part of the aboe extract was coded ‘patient’ because Sue was talking
from a patient perspective, ‘doctor;’ because she identifies those with whom she was
engaged in interaction, ‘hope’ because she uses the language associated with the discourse
of hope (i.e., positive), ‘military metaphor’ because she uses language associated with that

metaphor (i.e., beat, beaten), and ‘tre itment’ because she is talking about chemotherapy.
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Using the node building capabili ies of NUDIST, a more elaborate indexing ‘tree’
consisting of branching categories, sub-categories and sub-sub-categories was developed.
For example, using the node bu lding expression ‘intersect-of’ for ‘individual’ and
‘diagnosis’ retrieved all the data that was referenced by both these codes. That is, the
retrieved data referred to all the occasicns informants discussed diagnosis from the
individual’s perspective. This new node can be given a new address and name and saved
for future reference. Furthermore, this prccess can use multiple codes to retrieve very
specific data. For example, by addinz ‘death’ to the above node building expression all text
units that refer to individuals who, at diagnosis, discussed personal thoughts about death
would be retrieved, including Sue’s comment, in the above extract, “I thought I was going

to die”.

This process of building new nodes was used throughout the process of analysis as the
researcher explored the different v'ays informants’ discussed their experiences and the
circumstances in which specific issuzs were discussed. This resulted in a complex indexing

system, a copy of which is provided in Appendix G.

Using coding in this way provided he thres major foci of data analysis. Firstly, from the
informants’ perception of the common sense discourse of the respective diseases and illness
experience. Secondly, from informants’ interpretation of how the medical discourse defines
and categorises the diseases and subsequent illness experience, as distinct from the actual
professional medical discourse. Thirdly, from informants’ developing awareness that their
personal experience of the disease and illness differs from their understanding of the
common sense and medical discourses. These three ways of perceiving the experience of
living with a life-threatening form >f cancer constitute the basis for Chapters 5, 6 and 7
respectively. In view of the way knowledge of HIV/AIDS has developed, and informants’
responses, a special chapter on interpretation of the medical discourse of HIV/AIDS is not
appropriate. Consequently, Chapters 8 and 9 focus on individuals’ interpretation of the
common sense discourse of HIV/AIDS and how individuals construct their own discourse

respectively.
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Quantitative data

It was initially intended to use thz instruments in Part B of the interview to make
comparisons between the two sampl:s and with information in the informants’ narratives.
Using the Social Readjustment Reting Scale it was hoped to obtain information on
significant non-illness related chang:s that had recently occurred for informants and that
may still be affecting their current e <periences. For example, the recent death of a family
member or friend, divorce or job lcss may be influencing individuals’ response to their
illness experience. However, the smiall size of the final sample, and the fact that some
informants chose to decline complet ng Part B, led to the abandonment of analysis of the

quantitative data.
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Chapter §

Influence of the Commmon Sense Discourse of Cancer

Introduction

When individuals receive a diagnos s of life-threatening cancer they are faced with two
major dilemmas. Firstly, the diagnos s defines them, physically and socially, as unhealthy.
This may occur despite the fact that the symptoms of cancer may not have created
noticeably physical problems for the individual (e.g., pain, nausea, restriction of routine
activities). Without these obvious physical signs and symptoms the individual may not
consider themselves to be unhealthy. As & consequence of diagnosis individuals must
engage in the process of reconceptu:lisation of the self not only as unhealthy, but also as
being in a life-threatening situation it a time when they may neither ‘feel’ unhealthy nor

believe that their life is threatened.

Secondly, when individuals’ perception of themselves or their subjective illness experience
is not congruent with the internaliscd elements of the common sense discourse they are
faced with another dilemma: how (> resolve the dissonance between how the common
sense discourses describe and catego-ise the general cancer experience and their subjective
encountering of the disease and subs :quent illness. Resolving these dilemmas is integral to

the process of reconceptualising self-images.

The purpose of this chapter is twotold. Firstly, to identify the elements of the common
sense discourses about the life-thre itening disease of cancer that, for informants in the
current study, create dilemmas for them during their subjective encounter of living with a
life-threatening form of cancer. econdly, to show how these elements influence

individuals’ initial experiences of liv ng with the disease.

Common sense knowledge about cancer

Individuals are confronted with the task of reconceptualising the self at three time periods,

namely diagnosis, during treatment and when they contemplate their future. At the same
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time, within the common sense discourse of cancer a number of different beliefs and
practices, that are associated with thzse three illness-related time periods, create dilemmas
for individuals. Some of these beliefs and practices are discussed by the majority of
informants, for example, diagnosis cf cancer means death; once diagnosed with cancer it is
always present in your body; havir.g cancer is a very painful experience and generally
results in an agonising death; and diagnosis of cancer significantly changes social
interaction with other members of the community. Other beliefs are identified as variations
on the theme of these major issues. For example, a number of different ‘causes’ of cancer
are identified within the informants’ narratives. Similarly, variations in beliefs and practices

related to the treatment theme are revealed.

Diagnosis

The common sense discourse about cancer contains a number of beliefs and practices that
focus on, or are associated with, liagnos.s. The beliefs most frequently identified by
informants in the current research ar: the link between cancer and inevitable death and that
there must be a reason for the development of cancer. The most frequently cited practice is
avoidance of the individual by som: familv members and friends resulting in the loss of

routine social interaction.

“It’s kind of like a death sentence 10 people”

One of the most persistently held bzliefs of the common sense discourse about cancer is
that diagnosis of cancer is equated with a sentence of death. As will be discussed below,
informants openly speak in terms o " physical death (see extracts 5.12 to 5.18, pages 117-
118 ). That is, people diagnosed wit1 cance:- will ultimately die from the effects of cancer.
However, evidence is contained within informants’ narratives indicating that social death

frequently occurs prior to physical d::ath.

Social death

Individuals diagnosed with cancer ¢re affected by the practices within the common sense
discourse about cancer. Specifical y, some family members and friends cease social
interaction with the recently diagnos:d individual. Buckman (1988, p xiii) suggests that “...
most people don’t know how to help, not because of their own failings or inadequacies but

because serious illness and the threa: of death are very powerful forces”. As a consequence
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of these practices individuals interpret the experience as a form of stigmatisation. They
perceive that they are being treated as though part of their life does not exist, or in more
extreme situations, as if they no lon ser exist. As a result, individuals perceive themselves
not merely socially isolated for a lirrited period, but actually experiencing a form of social
death. That is, relationships are not s mply awkward and strained but frequently individuals
diagnosed with cancer are perceivec as dying and are socially ignored (Kellehear, 1990).
Six of the nine cancer informants ir dicated that part of their social world decreased as a
result of receiving a diagnosis of can er. In particular, the qualities of friendship and family
networks were irrevocably changed. These changes in social interaction do not arise from
specific comments or statements made by family or friends, verbal disagreements between
the participants, or from the inability of the sick person to engage in these routine activities.
Rather these changes arise from the common sense discourse practice of avoiding the
individual with cancer. For example, two informants speak in general terms about common
sense practices associated with the ciagnosis of cancer. People respond to them as though
cancer is a contagious disease:

5.1  There are people who, wher you say you’ve had cancer, they shut up and

virtually can’t talk to you. (Doris, 1 1672-1674)

5.2 You get people coming into your horae and they stare at you for hours — and
you get people won’t drink o 1t of youar glass — and you get people — hardly
want to know you. (Martha, 1 294-297)

Informants also identify situations where they experience being avoided by family

members and close friends.

Family

Three informants speak specifically about the reactions of family members who refuse to
talk about the cancer. Furthermore, hese family members even avoid inquiring about the
individual’s health. The consequen:e of this practice is that an important part of the
individual’s life experiences is ignor¢ d. For example, one informant, who considers that she
has a close-knit family, was visibly distressed as she recounts her brother’s reaction:

5.3  When I got the cancer he never spoke to me about it. He’s never asked how I
am. He’s never questioned. (Doris, 1 1765-1767)



Similarly, a second informant, who was in hospital recovering from surgery at the time of
interview, describes her sole sibling’s reaction:

5.4 My sister hasn’t even come 0 see rne. She can’t ... when she found I had
cancer she couldn’t talk to me. (Sue, 1 359-367)

This situation is particularly difficult for this informant as she had experienced her father’s
death from cancer three years prior to her own diagnosis and her older brother’s suicide on
year prior to the current research in'erview. Consequently, as the only remaining sibling,

the sister’s actions are interpreted by the informant as particularly hurtful.

The third informant specifically links the zeneral community practices of the common
sense discourse about cancer and her family’s reactions when she states:

5.5 ... the word cancer — you know it’s horrific because your family disown you
— my family disowned me [long pause] [very upset] my brother and all.
(Martha, 1288-290)

Friends

Five informants speak specifically :ibout the common practice of some members of the
community who failed to contact them after hearing of the cancer diagnosis. In most
instances these former friends did no: provide any reason for discontinuing contact with the
informant. Their reaction was not t¢ make contact with the informant, or if contacted, to
remain distant. For example, one informant not only speaks about former friends’ failure to
contact her after diagnosis but alsc: what occurred when she made the effort to make
contact:

5.6  T've had friends that I thought were my best friends — and I haven’t seen
them — since I found out [liagnosis]. And when you ring ‘em up it’s like
talking to a complete stranger. They just can't deal with it. [Emphasis added]
(Betty, 1 1732-1738)

Although Betty does not specify wt at actually occurred during her interaction with these
friends, the significant point is that Betty symbolically designated her friends’ verbal and
non-verbal behaviour as indicating :hat they were distancing themselves from her. Betty
also provides her interpretation for these former friends becoming ‘strangers’: they are

unable to cope with Betty’s diagnosis of cancer and its implications.

Similarly, another informant speaks >f her surprise at the reaction of some of her friends:
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5.7  There are quite a few people that surprised me — uhm — that we never saw
them again, or we rarely see them, cr you get this feeling that they'd rather
not see you. [Emphasis added (Jan, 1 1925-1928)

This extract further demonstrates the fact that individuals make interpretations of
interaction with former friends. In this instance, Jan interprets her former friends’ behaviour
as indicating that they feel ill at ease interacting with her and would prefer to avoid future

social contact.

Other informants identify the common sense practice of avoidance by former friends and, at
the same time, provide an interpretation of the reason for their behaviour as well as
identifying their emotional response. One informant angrily states:

5.8 I had hundreds and hundred:. of friends — some of them are frightened to
come and see you because tiey thirk they’re going to catch it [cancer], or
they’re not going to see you again, they’re scared for themselves ... it’s a
disease ... it’s — you’re dyirg — some of them they haven’t got the time of
day [for you]. (Martha, 1 115¢-1164)

Martha also observes that her friends’ behaviour after her diagnosis 1s different to their pre-
diagnosis behaviour. Martha’s inte pretation is that her former friends react this way
because they think cancer is contagious and they will ‘catch’ cancer (see also extract 5.2
page 112). Martha makes the further interpretation that these people fear for their own
health and life.

Another informant expresses sadness at her friends’ reaction to her return home from
hospital after initial cancer-related sirgery. At the same time she suggests a reason for their
action and a solution to maintain soc al interaction:

5.9 A couple of friends couldn’t bear to come and see me — when I came home
[from hospital] and I was a | ttle bit sad about that — bur then again, when 1
looked in the mirror [ looked' like a skeleton, no hair, and [ looked positively
shocking. And I thought ‘Well, I don't really want them to see me anyway’, so
I said, “Look, don’t visit me. Ring me up.” So we’d sit on the *phone and have
a yap for about an hour. I’d 1eel better and they’d feel as though they’d done
me a visit. [Emphasis added] (Dulcie, 1 492-495)

The process of role taking is clearly demonstrated in this extract. Social interaction is

initially disrupted by Dulcie’s friends” inability to see the physical ravages of the disease
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and treatment. Dulcie’s initial respon e to this situation is to feel “a little bit sad”. However.
in contemplating her mirror reflected self and her then situation she not only acknowledges
to herself that she looked “positively shocking™ but also recognises that her friends would
probably experience a similar response. Dulcie resolves the non-visiting situation by
suggesting that her friends make reyular telephone contact with her rather than personal
visits. This new situation is acceptable to both Dulcie and her friends. More importantly it

results in the continuation of mutuall'’ satisfying social interaction.

One informant not only cites the ivoidance practice carried out by friends, but also
provides another opinion as to the 1easons for these practices: people’s dislike of facing
their own mortality.

5.10 TI'm interested in observing p¢ ople too, observing me sort of stuff — and — I
can see avoidance — all sorts of stuff like that. I think — there are very, very
few of my friends — the friends, or acquaintances, which ever way you want
to put it, that uhm — we hac before I got cancer that I still regularly see ...
I’'m very well aware why people avoid you while you're ill — .... People
don’t — because people dor't like to face their own mortality. [Emphasis
added] (Jan, 1 1532-1547)

Finally, one of the informants acknow/ledges that she too had engaged in the common sense
practice of not visiting friends who 1ad been diagnosed with cancer and was now on the
receiving end of such practices:

5.11 Another friend ... got cance and she went [died] within six months and I
couldn’t accept it. I couldn’t §;0 and see her, and then I felt so guilty when she
died and I have to live with taat guilr ... I have a girlfriend who can’t accept
the fact that I've got cancer too. I've known this girl since we went to school
together, and we’d always becn fairly close. Now she can’t even talk to me on
the "phone. (Doris, 1 1418-14.1)

The previous six extracts identify examples of how social relations are disordered,
sometimes to the point of comple e breakdown. Crawford (1994) uses a structuralist
perspective to suggest that this disn ption to social relations is due to the inability of the
seriously ill person to perform soci:l roles and obligations. However, the above extracts
cast doubt on this explanation. It is not the individual with cancer, but rather the healthy
family member or friend who, throi gh active avoidance of the sick individual, who does

not engage in routine social interaction.



Symbolic interactionism provides a Jifferen: explanation. As discussed in Chapter Two
human conduct occurs in specific, concrete and usually well-known situations that present
individuals with acts and social objects in ramiliar configurations. Where a situation is
familiar and its configuration of mearing is known, individuals organise their own conduct
and their expectations of others in ielation to its definition. Definition of the situation
provides individuals with informatio1 about what 1s occurring and who is making what
happen. Consequently, they are able 10 see who they are and what they are supposed to be
doing (Hewitt 1997). Although the common sense discourse of cancer provides healthy
individuals with ways of talking abou : cancer among themselves, there are still a number of
unknown aspects relating to cancer (e g., why cancer develops in some situations and not in
others (Lowenthal 1996)). The confl ct between a number of commonly accepted beliefs
(e.g., cancer means death, the hope for a medical cure, the causes of cancer are unknown,
and cancer might be contagious) also resuits in confusion for healthy members of the
community during interaction with tt ¢ individual diagnosed with cancer. Furthermore, the
serious nature of cancer confronts the healthy individual with their own mortality (Siegel &
Weinstein 1983; Taussig 1980). Th: existence of a number of unknown social objects
associated with diagnosis and treatment of cancer results in an ill-defined situation. Hence,
information about what is taking place and who is making what happen is either ill-defined
or non-existent. Since the causes of cancer are not always known medically, reasons for
developing the disease are socially ¢nstructed. Many healthy members of the community
do not know how to interact with incividuals who are living with a life-threatening disease
(Buckman 1988). As a result they :wvoid social interaction. This reaction of family and
friends serves to reinforce the sense ¢ f separation and ‘otherness’ for the individual. In turn,
this heightens individuals’ perceptior of guilt for their imagined wrongdoing. This sense of
separation from routine social interiction is augmented by practices within the medical

discourse (see Chapter Six).

There are a number of implicit me;sages conveyed by this practice of avoidance. As a
number of the informants identified in the above extracts they ‘receive’ the message that
these family members and friends ¢re not able to cope sufficiently with the individual’s

diagnosis of cancer to enable them tc maintain basic social interaction. The critical message
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this communicates to sick individuals is that they must cope with cancer without the routine
social support that was available during much less critical events and that they had come to
expect. Quite clearly another messaze is to be careful with whom these highly emotive
issues are discussed. Since some pecple are unable to incorporate into the routine of their
daily life a close associate’s diagncsis of cancer, disclosure of such information by the
patient is highly likely to lead to sone form of rejection and exclusion from routine social

interactions.

Physical death

The belief that diagnosis of cancer means certain death has been a long held element of the
common sense discourse about cancr (Lowenthal 1996). For example, one informant has
been living with various forms of cancer since receiving the original diagnosis of cancer of
the cervix in 1965. In discussing her reaction to this initial diagnosis of cancer the
informant states:

5.12 They said I had these cells —- abnormnal cells, and I said “What do you mean
by abnormal cells?” and they said “Cancer of the cervix” and I said “Right, —
ahh — cancer — they cut yo1 open and you die” ... you didn’t have — uhm
— radiotherapy, chemotherajy, you didn’t have any of that in those days. It
was they cut you open and a |t of people died. (Josie, 1 144-160)

The strength of this aspect of the ccmmon sense discourse about cancer is evident in the
fact that it still exists within the Australian community, despite the extensive community
education campaigns developed and .mplemented by organisation such as the various State

Cancer Councils (e.g., Anti-Cancer Council of Victoria 1995, 1997b, 1997a).

In providing information on her ¢xperiences with other individuals with cancer one
informant makes the comment:

5.13 Some people, as soon as they hear the word cancer they — think they’re dead
already — you know, it’s kind of like a death sentence to people. (Dulcie, |
1166-1167)

Throughout her narrative Dulcie alsc acknowledges that she too thought that she would die

as a result of developing cancer:

5.14 I thought I was going to die anyway, — and I thought, ‘Oh well, so what!
What's another thing’ [chemc therapy]. (Dulcie, 1 122-123)
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5.15  Oh yes — I thought I would cie — that’s what I said, you know, I'm laid back

there [on the hospital bed], 11y arms folded like this [across chest as if laid

out] “Do your worst. I'm ready [to die].” (Dulcie, 1 1425-1428)
This extract is also indicative of the implicit common sense discourse belief in the limited
benefit of treatment. Dulcie is symtolically saying that she believes there is nothing that
can be done to cure the cancer. This was influenced by her personal experiences when her
father had cancer, albeit some forty sears earlier. In telling her illness story, Dulcie makes

the following comment:

5.16 And not knowing anything a’out chemotherapy at this time, you think to
yourself, “Oh I don’t know”. My Dad had chemotherapy and they told us
“Waste of time”. Why did they put him through it? (Dulcie, 1 1723-1725)

Although ostensibly providing infor nation about her father’s experience there is a sense

that Dulcie is also raising the issue it her own situation. It appears that Dulcie still suspects

that chemotherapy is a “waste of time”.

Another informant voices a similar 0»5inion about cancer and physical death:

5.17 I thought I was going to die ... I wanted to know if I was going to die in six
— you know, if people get cancer they die six months later. [Emphasis added]
(Sue, 1 271; 894-895)

A third informant, who worked as a nurse, until a major motor vehicle accident six years
prior to her diagnosis of ovarian ciincer, makes the comment about her response to the
initial diagnosis:

5.18 And of course cancer, — I worked with people with cancer, years ago, and the
first thing you think of is d:ath .... Because the word cancer — cancer is
cancer and you’ve got the disease and that’s that — and you’re going to die
anyway from it. (Martha, | 75-77; 2183-2189)

In this extract Martha demonstrates the important dilemma concerning the conflict between
self-images: former nurse versus cu rent patient diagnosed with cancer. Martha uses prior
medical experiences gained while working as a nurse to reconceptualise her current self-

image as a cancer ‘victim’.

The anti-cancer campaigns may hive decreased the explicit statements, such as those

expressed in the above examples, but the pervasive influence of the common sense
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discourse is such that the belief linking the diagnosis of cancer and death is still current.
However, expression of the belief is 1iow more covert and implicit, for example:

5.19 Once you’ve got cancer you re never really free of it. People say — “Yes
we’ve got it — it’s gone”, but it’s never gone. It’s always there. (Josie, 1 1636)

What Josie implies in this comment is that cancer is never completely eradicated from the
body. It may be dormant for some time but sooner or later it will begin to regrow and

eventually be the cause of the individual’s death.

In some instances informants reverse the anti-cancer campaign’s slogan “Cancer is a word
not a sentence” thus providing some¢ form of ‘official’ validation to the belief in the link
between cancer and death:

5.20  You see it’s a life sentence — it’s not something that — you’ve had an
operation, like, you know, yo 1r appendix got sick and you took it out and you
were better after that — ‘causz cancer’s not like that. It’s an ongoing life thing
whereas — uhm — I’ve had t once -— it could come up anytime and it could
flare up anywhere else. [Emphasis added] (Betty, 1 1889-1896)

Betty’s comment supports the implicit message in Josie’s previous extract. That ‘once a
cancer patient, always a cancer patient’. Also implicit in Betty’s comment is support for the
belief, expressed by Dulcie (see extiact 5.16 page 118), that treatment for cancer is never

completely successful, as it can not totally eradicate cancer cells from the body.

Although the recent development of more sophisticated diagnostic techniques and
procedures have resulted in the earl er detection of cancer, which in turn provides earlier
opportunities for intervention therapies that increase chances of survival (Lowenthal 1996),
the link between cancer and death still exists. Although various forms of therapy are
currently available these are often ccnsidered as only extending life for a limited time. For
example, a woman in her mid fiftie:. who had undergone extensive surgery and then both
chemotherapy and radiotherapy discusses the possible causes of her death. Notwithstanding
the fact that she indicates it is possible that she might die suddenly as the result of some
other, unpredictable cause for examgle, being “run over by a bus”, she states:

5.21 But I'd say nine out of ten :hances it’ll be — cancer that will take me off
anyway. (Doris, 1 1894)
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This belief is also expressed symbo ically by a number of informants. For example, one
informant uses a scene from a local television soap opera (a major transmission mode of
common sense discourses) to highlight the implicit link between a diagnosis of cancer and

inevitable death:

5.22  Something would happen on TV and you’d be here crying your eyeballs out
and the kids are going “It’s OX Mum. It’s only a movie.” But it’s like, it’s not
a movie. It’s like — you kncw — a bit more than a movie —. [ don’t know
what I was watching one nigit and it was something about this kid who was
dying of leukemia, or something, and I thought “God! I can associate with
that!” [laughs] —. It was on HHome and Away and — she just sort of said, you
know, like “But it never finiches!” —- because even in the character she was
playing — someone had asked her “But when you go into remission it's over”
and she says “No, it’s not. It’s never over. I might be in remission but for how
long? — months? — years?” She says “Nuh — it’s always there.” [Emphasis
added] (Betty, 1 2018-2037)

Embedded in this extract is the informant’s personal belief that diagnosis of cancer is
equated with a death sentence. Bett is using the metaphor of a popular Australian soap

opera to indicate support for her own belief about cancer and inevitable death.

Another informant compares cancer to other potentially life-threatening experiences.
Although recognising the hardships : ssociated with recovery from these incidents she uses
symbolism to indicate her belief in the fatal nature of cancer and its effect on individuals.

5.23 Having a stroke and a car acc dent it was hard — but having cancer it was the
end — you know, cancer is no return — because every time you looked at
yourself you’d see a skeletor. You don’t really see yourself .... Every time
you looked in the mirror the only thing you saw yourself as a skeleton — and
every day that goes by, every hour, every minute, the only thing you think
about is coffins — and you get — already in the coffin ... I saw death every
day — and coffins every day — and — no matter what I tried to do ... think
about death every day. [Empt asis adced] (Martha, 1 122-124; 539)

This extract also exemplifies one aspect of the struggles some individuals have in
reconceptualising their self-images as being in a life-threatening situation. Martha has
considerable difficulty developing a self-image relative to her current situation. She sees
the mirrored reflection of her future : elf in symbolic terms: the skeleton represents her own
death. This is supported by the symbolism of her thoughts: inevitable death, again being

represented by coffins. At this poirt in her narrative she perceives herself as having a



terminal disease. Thinking of herself as constantly in a coffin also symbolises both her
feelings of being trapped by the dise ise and ultimate separation from the world of healthy
family members and friends. However, during the interview Martha oscillates rapidly
between these images of death and b::ing influenced by the discourse of hope by indicating

that she is not going to let the cancer "beat’ her.

Other informants also use symbolism to imply the link between cancer and death. For
example, on receiving confirmation of the original diagnosis, Fred simply indicates his
reaction was:

5.24 Ithought the end of the world v/as comin’ — to be quite honest. (Fred, 1219)

In discussing the treatment she has received and her future, Josie comments:

5.25 Unfortunately for me there docsn’t seem to be a light at the end of the tunnel
because it [cancer] always comr es back. It doesn’t matter how far — how much
they cut, how much they burn, what they do, it always reoccurs. I didn’t see a
great future. I just saw myself — getting this [cancer] all the time — being in
and out of hospital all the tim:, and probably, one day, — not coming out of
hospital. (Josie, 1 647-656)

In this extract Josie demonstrates that, although she has had cancer for over twenty eight
years and kept ‘fighting” for survival, she is beginning to acknowledge a new self-image as
a person who will not survive and will eventually die as a result of cancer. Like Martha and
Sue (see Chapter Seven), Josie osci lates between the ‘positive’ self-image of beating the

cancer and this newer self-image of someone who will be ‘overcome’ by cancer.

This firmly held belief that diagno:is of cancer is equated with a sentence of death, in
conjunction with the practice of avoiding the individual with cancer, implicitly conveys
community expectations. Not only is the individual with cancer required to face their
impending death with restricted social support but also they must face treatment and death

bravely. This issue of bravery is disc assed in more detail later in this chapter.

Reason for getting cancer

As one of the modern disorders that carry the most powerful symbolic loading, cancer
forces the community to confront ts lack of control over death (Lupton 1994a). More

fundamentally, it symbolises the corimunity’s need to make moral sense of why the disease
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develops. It is commonly believed thz t this moral explanation is lacking in the explanations
of scientific medicine; ‘Why this pa-ticular disease?’, ‘Why this particular person rather
than any other person?’ and ‘Why no »?’. This attempt to make moral sense of the situation
generally occurs at, or soon after, diiignosis as individuals interact with the knowledge of
their diagnosis of cancer. For examp e, Sue, who was diagnosed with cancer of the cervix
three weeks prior to interview, struzgles with her attempts to understand why she has
developed cancer rather than other mrore ‘deserving’ people and why she had cancer now,
particularly after all the difficulties thit she has been through during the last three years:

5.26 Why me? Why should I be the one to get this and not him? [husband] —
"Cause, sort of, my family’s ha1l it hard in the last — nine years. My dad had a
tumour on the brain for nine years. So he died three years ago — and my
brother committed suicide last year and now we’ve got this ... why could this
happen to us, to my family, and me? ... you look at all these ones — rough
people, you know, on the strcets and things like that. Why don’t they get
anything? It’s not fair. (Sue, 1 1)3-129)

Sue partially demonstrates in this e>tract the “vortex of the most fundamental questions
concerning life and death” raised by Taussig (1980). This issue is expanded in more detail

in Chapter Six.

Individuals living with life-threatening forms of cancer reflect the community need to make
sense of developing the disease by isking ‘Why me?’. Traditionally, within the medical
discourses about dying and grief, the phrase ‘Why me?’ has been perceived as an indicator
that the individual is in the stage cf anger (Kiibler-Ross 1970). However, although the
expression of anger may be associated with this specific comment, it has been proposed
that this particular phrase is more ajpropriately viewed as a reflection of the individual’s
need to make sense of the unpredictibility and uncontrollability of cancer as well as their
life-threatening illness (Fulton et al. 1996). As the following discussion demonstrates, this

argument is supported by data in the urrent study.

Individuals diagnosed with cancer are surrounded by notions of moral culpability (Lupton
1994a). Sontag (1991) suggests that, n modern Western societies, cancer is often viewed as
a disease brought upon oneself through irresponsible behaviour, either by indulging in

injudicious diets, exposure to carcinc genic substances, or by suppressing negative or angry
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thoughts. Developing cancer is repiesented as punishment for living an unhealthy life,
taking health risks, dietary and lifestyle excesses, weakness of will, self-indulgence and

addiction.

Informants in the current study provide a variety of explanations for the development of
cancer. These include exposure to carcinogenic substances, as a form of punishment,

exposure to excessive stress and as ar opportunity for personal growth.

“Do you think it was caused throu;th me smoking over the years?”

To date there are a number of knowr carcinogenic substances that have been identified by
medical science (Bates & Linder-Pelz 1990). Substantial publicity linking specific
carcinogenic substances to particul:r forms of primary cancer (e.g., asbestos dust and
mesothelioma, tobacco and lung can:er) has also occurred. The high profile public debate
about smoking and lung cancer, that has led to prominent display of medical warnings on
cigarette packets, also has led to the link between smoking and lung cancer being
entrenched in the common sense di;course about cancer. Consequently, individuals now
diagnosed with lung cancer invariabl / attribute the development of the disease to prolonged
periods of smoking. For example, Fred was initially diagnosed as having oesophageal
cancer, and underwent surgery. During a routine post-operative check-up some eighteen
months later secondary cancer was detected in his lung. Fred’s initial reaction to the
information was confusion. He was unable to understand why the lung cancer appeared.
After treatment for the secondary cacer in his lungs he was still attempting to understand
why he developed lung cancer. Inflenced by beliefs within the common sense discourse,
and not fully comprehending the mecical discourse, he thought his metastasised cancer was
caused by his years of smoking and s>ught verification:

5.27 And I asked the doctor ... “No ~ with this lung cancer ... do you think that was
caused through me smoking over the yzars?” — and he didn’t sort of give me a
direct answer. He said “Oh it could have been or it may not have been”, you
know, just like that. (Fred, 1 429-437)

Punishment

Another very powerful belief, witkin the common sense discourse about the cause of
cancer, is that the cancer occurs in re sponse to some wrongdoing. This may be in response

to an act of commission or omissicn on the part of the individual or their family. The



foundation for this belief may be in cither religious or moral precepts and has a number of
variations. Several informants grappied with the issue of punishment in their attempts to
make meaning of why they develojed cancer. These included the possibility of divine

intervention, not working hard enoug 1, and not taking enough care of one’s health.

“God wouldn’t be cruel enough to do this to me”

An informant who was diagnosed w th a life-threatening form of cancer three weeks prior
to interview demonstrates the tension individuals experience as they search for reasons why
they developed cancer. In interaction with the diagnosis of her cancer, this particular
informant raises a number of possibl: causes before suspecting that her cancer might have
been caused by divine intervention Sue, a twenty-four year old mother of two young
children, was interviewed in hospital as she recovered from the effects of surgical treatment
for cancer of the cervix. With a scnse of desperation she struggles with a number of
commonly expressed reasons for the develooment of cancer. Initially she rails against the
injustice of her cancer, even suggesti1g that it wasn’t fair that she should get cancer and not
her husband (see extract 5.26 page 122). She thinks that she, or her family, is being
punished for something but could no identify what she had done wrong to ‘deserve’ to get
cancer:

5.28 Why me? Why — I didn’t do a1ything wrong. (Sue, 1 123)

In her attempt to find a reason for har current experience, Sue suggests that it was unfair
that she has cancer when there we:e people who were more ‘deserving’ of developing
cancer:

5.29 And you look at all these one:. — rough people, you know, on the street and
things like that. Why don’t they get anything? It’s not fair. (Sue, 1 124-129)

Implicit in this statement is the cominon sense discourse belief that development of cancer
is a suitable ‘punishment’ for immor: | behaviour or social problems (e.g., homelessness). It
also demonstrates the dichotomy between the healthy, responsible self and the
irresponsible, unhealthy other. At this point in her illness experience (three weeks after
diagnosis) Sue clings to her perception of self as responsible and healthy and, like healthy

members of the community, attempts to project her disease onto unworthy others.



Finally, in her turmoil, Sue demonstiates another aspect of the common sense discourse in
that she questions her religious faitt. Although some part of her ‘knows’ this is not the
case, another part of her suggests thar God might be responsible for sending the cancer:

5.30 I just think God wouldn’t be cruel enough to do this to me. [Begins to cry] But I
don’t know sometimes. [Emphasis added] (Sue, 1 511-512)

There is no doubt that this particular informant was still in a state of shock at the time of
interview. Her original visit to her doctor tad taken place only three weeks prior to the
interview. In the intervening time shz had bzen referred to a specialist gynaecologist. She
was immediately referred to a surzeon wio recommended an urgent surgery (radical
hysterectomy and removal of her lyinph glands). After surgery she was informed that her
course of chemotherapy would bte at the same location her father had received
‘unsuccessful” treatment for nine years prior to his cancer-related death. Sue’s responses
accurately reflect individuals’ attempts to rnake meaning of their cancer diagnosis. In a
relatively short time period Sue has >een confronted with a number of new situations that
have multiple new objects with which she raust interact, interpret, and to which she must
ascribe meaning. The above extracts reflect her attempts to make meaning of one aspect of
her diagnosis, namely, its cause. She interacts with a number of different ‘causes’ that are
suggested by the common sense discourse of cancer, mentally applies each cause to her
own situation, assesses its applicatility before ‘rejecting’ it and moving on to another
cause. Finally, in her attempt to riake moral sense of her situation she contemplates
whether she is being subjected to divine retribution. To aggravate her situation Sue is also
attempting to integrate her understar ding of her current situation in the broader context of
her family’s recent experiences (sce extract 5.26 page 122). The above extracts also

demonstrate Sue’s struggle with reconceptualisation of her self-images.

The above ‘cause’ also highlight th: theme of punishment that is an integral part of the
common sense discourse about canc :r. However, for the individual, none of the taken-for-
granted reasons for developing canczr are useful in assisting her to make meaning of her
illness experience. Fluctuating between a number of possibilities she is presented with
multiple dilemmas which create greater confusion and emotional pain for her.
Understandably, by the time of interview, Sue has not been able to resolve the question of

what caused her cancer. Sue contir ues to return to this issue throughout the interview,
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fluctuating between her self-images >f being healthy rather than having a life-threatening

disease, of having cancer but beating it, and of dying as a result of cancer.

“Maybe if I'd worked harder, would it have been different?”

A variation on the punishment theme, and an example of the strength and influence of the
belief that there is a cause for the d:>velopment of cancer, is demonstrated by one of the
informants who was initially diagnoscd eighteen months prior to interview:

5.31 I was so angry at me [tears being shed quietly] — ... because — I didn’t
expect, all my life being a battler, — and that had to happen ... ’cause I worked
hard all my life — and maybe if I worked harder — would it have been
different? I was angry at me —- ’cause of everything that happened in my life
— out of all the children [Martha’s siblings] it’s always me. (Martha, 1 82-96)

This extract demonstrates a numter of complex, yet interrelated issues. Firstly it
demonstrates the previously discussed issae of the individual’s search for meaning.
Martha’s attempts to find meanin;; demonstrate a second issue, the common sense
discourse belief in the culpability of the individual: it is her fault for developing cancer.
This issue is bound up with the third issue: the influence of the common sense discourse
belief that cancer is punishment for : ome wrongful action. Consequently, Martha wonders
whether the cancer occurred because she did not work hard enough. Finally, it demonstrates
the emotional response to this coafusing situation. This emotional response is also
interwoven with the common sense «liscourse belief in the individual’s culpability. Martha
states that she is angry with herself: she thinks she ‘caused’ the cancer through her own
actions by not working hard enough. This response is sanctioned by the common sense
discourse: since the individual is res»onsible for development of the cancer then it is only
appropriate that she must express anger at herself. However, what is really the cause of her
anger is her perception of the injustice of the situation. To add to her anger, the cancer
experience seems to be a reflection »f the rest of her life where she sees herself to be the
‘victim’ in her family.

“Why didn’t you look after yourself”’

Another variation of the punishment theme is the practice of blaming the individual for not
taking ‘proper’ care of themselves and thercfore developing cancer. This response is also
associated with the common sense liscourse beliefs about personal culpability, avoiding

contact with known, or suspected, c:rcinogenic substances (e.g., some food additives) and
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that eating the proper diet and maintaining & ‘healthy’ lifestyle will ward off cancer. One
informant recounted an interaction she had with her mother some months after her
diagnosis and during her course of treatment:

5.32 She said to me, you know, lik: “Parents are supposed to die before the kids.
How dare you get sick!” — yon know, like it was all my fault. And she wasn’t
kidding either. It was all my fwlt! And — you know, “Why didn’t you look
after yourself?” I said “Mum, Low was I supposed to know I was going to get
cancer?” I said “Who knows? It happens to anybody.” “Yeah, but why did it
have to happen to you?” You kow, “You the fitness freak — and — the health
freak”. (Betty, 1 1803-1807)

The questions raised by Betty’s motl er are rhetorical. They are a verbalisation of her own
attempts to find sense and meaning ir the unpredictability and uncontrollability of a disease
that had already claimed the life of Fer husband and is now in the process of claiming her
daughter’s life (Betty died six month:, after the interview). In addition, these questions were
intricately connected with the discourses about dying and death. The common sense
discourses about dying and death include entrenched beliefs that there is a ‘natural’ order
associated with death which says that parents will die before their children. Hence Betty’s
mother is struggling to resolve the t¢nsion that existed within her concerning the multiple
common sense discourses about cancer, dying and death and the reality of her current
experience associated with her hustand’s, and now her daughter’s illness experience. It
would seem that in blaming Betty, her mother is warding off her own fears of developing
cancer. Her actions are an attempt to distance herself from her ‘unhealthy’ daughter, and all
that is implied in that label, and con: truct her own self-image as a responsible person who

looks after herself and, therefore, wo 1ld not develop cancer.

More importantly, the tension creited by these accusations of carelessness also has
substantially negative effects on Betty who is not able to obtain emotional or practical
support from her mother. On returning from one of her many hospital visits Betty
comments:

5.33 She took one look at me and burst into tears and said “That’s it! I can’t cope!”
and went to her room. It was 1s if she’d — you know, given up on me and I
thought, ‘Am I that bad?’ I did 1’t think I looked that bad — and the whole time
she was there she spent more ime ou:side than she did inside with me — she
couldn’t cope with it — so I asked her did she want to go home. (Betty, I 1755-
1765)



This is another example of the ‘healthy, responsible’ person not knowing how to interact
appropriately with an individual diagnosed with cancer. Betty’s mother is not engaging in
the process of role taking. Therefore, she can not see the world from Betty’s perspective.
She does not take that perspective iito consideration during interaction with Betty. As a
result, she is unable to identify whet emotional or practical support Betty requires. This
social interaction between mother an 1 daughter, or ill person and carer, is unsuccesful. The
situation is resolved by the ill person (Betty) taking on the role of her ‘caring’ for her
mother by relieving the stress and tension. Firstly, without needing to raise the issue
explicitly, Betty recognises her mothzr’s inability to cope. Betty does this by taking on the
roles of her mother (as carer, widow, mother of a terminally ill child) and perceiving that
her mother is experiencing difficult es because of past experiences (her husband’s death
from cancer). Secondly, Betty, still i1 the role of carer, offers her mother a way to resolve

her ‘dis-ease’ by asking her did she v-ant to rzturn to her own home in the country.

In the absence of data collected from Betty’s mother it is not possible to accurately identify
the reasons why Betty’s mother did not engage in role taking. However, it is possible to
suggest possible explanations for her behaviour. Firstly, she may be overwhelmed by the
fact that her husband had already dicd as a result of cancer. This previous experience may
reinforce the belief, within the com non sense discourse, that cancer is a death sentence.
This may override her commitment :o the discourse of hope. Secondly, she may be afraid
of taking on the cancer patient role because it may be ‘tempting fate’ too much and she,
too, may develop cancer. Thirdly, she may experience difficulty taking on the cancer
patient role because the common sense discourse does not include ways of talking about the
disease or illness experience from the patient’s perspective. Instead, beliefs within the
common sense discourse of cancer suggest that the ill person is ‘responsible’ for their
health status and the way to interact with patients is to encourage them to take on this

responsibility, exert their will power and change the course of their disease.

“Stress brings out the cancer”

A further commonly held community understanding for developing cancer is that it results

from exposure to excessive ‘stres;’. Informants in the current study canvass several
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variations on the stress theme. One informant, and her mother, believes the cancer may

have resulted from the stress associatc d with her brother’s suicide:

5.34 ... ’cause suicide especially, that’s the worst thing you can ever go through
"cause you don’t know why he did it — never know why — ... I didn’t expect
it — that’s what Mum thinks biought this on [cancer] — ’cause they say shock

and that brings out — and stress brings out the cancer and she thinks his death
did this to me ... because I never accepted it from the start [brother’s suicide]
and I didn’t — and I still don’t. (Sue, 1 [126 —1140)

Again Sue demonstrates the difficul y of the struggle in which she is actively engaged:
attempting to reconceptualise her seli-image. She is attempting to accept that she has been
diagnosed with a life-threatening for n of cancer and with the consequence that she is no
longer a healthy member of society Firstly she focuses on her brother’s suicide as the
stressful event responsible for her cancer. Despite detailing, during the interview, how
difficult it was to regularly visit her father in hospital and watch him suffer and deteriorate
over a nine year period Sue does not include this stress as a cause of her cancer. This
example also demonstrates the inconsistency and lack of systematic codification of
knowledge that is a characteristic associated with any common sense discourse. Although
exposure to excessive stress is belie'ed to ‘cause’ the development of cancer there is no
methodical identification of the varioas forms of ‘cancer causing’ stress and the difference

between this ‘excessive’ stress and th: ‘routine’ stress of daily living.

Another informant who, in providing an account of her life prior to cancer, speaks of the
dramatic changes in her life, thus rai:ing a variation of the stress theme. She indicates that
she and her husband had been very :omfortable financially as they owned two houses in
affluent suburbs — one within the met ‘opolitan boundaries of a large Australian city and one
in a fashionable holiday resort — ard sent their children to prestigious private schools.
However, their business was declarec bankrupt and they were forced to sell everything and
rent a dilapidated house, due for de nolition a month after the research interview. Doris
makes the casual comment that the benkruptcy occurred:

5.35 ... before the cancer. Two and a half years ago — a bit longer — before the
cancer started —. Maybe it was that that started it. Who knows? — it
[bankruptcy] was a heck or a shock. (Doris, 1 2009-2017)
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The manner in which Doris comments on this issue raises the important point of whether
she really believes this to be the cause o7 her cancer. It appears as though Doris is
experiencing, like other informants, some tension between the common sense discourse
belief about causes of cancer, the medical discourse and her own experience. Despite this
commonly accepted link between strzss and cancer it appears as though Doris is actually
questioning the accuracy of this belizf. At this point in her illness experience (two years
after surgery) she is only ‘toying’ w th the notion of personal culpability. This issue was
raised by another informant who mak :s the comment:

5.36 ... [’'m] not saying I’'m respon ible for it [cancer] in the sense that I gave it to
myself even "though there may be some issues there like stress issues and so on
that I’ve definitely done to mys:lf. (Jan, 1 786-788)

Another informant provides a furth:r variation on the stress factor causing cancer. In
detailing some background information on the various forms of chemotherapy Fred speaks
of his friend’s experience in develcping cancer. In this example the stress causing the
development of new cancer is physic: 1 rather than emotional:

5.37 She started off with breast can:er, like an average woman goes through, then

she had a bit of other cancer, sort of thing. Well now — she was a barmaid

down the hotel and she slipped one day on the lino, the wet lino, she slipped,

and apparently came down on ler hip. Well now anything like that with her —

ahhh — straight away will set off cancer — which it did. (Fred, 1 234-241)
The other point raised in this extract is the difference between the common sense and
medical discourses about cancer. In this instance, and with stories about his own cancer,
Fred does not appear to be aware of one of the major concepts within the medical
discourse, that is, that cancer metastasises (i.2., cancer cells spreading from one part of the
body to another through the bloodstr:am or .vmphatic vessels). As in his own situation of

secondary lung cancer, Fred understands that his friend’s metastasised cancer is a new,

independent cancer that was caused by her accidental fall.

“Illness is a teacher”

An alternative common sense discotrse belief, concerning the development of cancer, is
that a life-threatening illness experience is ‘sent’ to provide the individual with the
opportunity for personal developmen . This appears to be gaining in popularity over recent

years and coincides with the discourses about dying and death and the hospice/palliative
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care movement that focus on the quelity of life and terminal illness providing people with
the opportunity for the resolution >f personal issues or problems. This is commonly
referred to as completing “unfinished business” (DeSpelder & Strickland 1983; Peterson et
al. 1992). It also coincides with the proliferarion of the general personal growth movement
that focuses cn quality of life and taking responsibility for dealing with personal issues
(e.g., King 1988)). This idea can ev:n be found within the medical discourse. In a book
aimed at ‘informing’ patients of a ‘ariety of aspects of cancer in the 1990s Lowenthal
(1996, p. xi), the director of medical oncology at a metropolitan hospital claims that the
diagnosis of cancer “can bring new insights into the joys of living to all involved .... [and]

much to do with cancer is happy axd hopeful, and all of it is an adventure [Emphasis
added].

One informant, who had been involv:d in a specific self-awareness program, perceives her
illness experience as a ‘teacher’. Al:hough she had encountered considerable difficulties
during her illness she speaks in glowing terms of her overall experience:

5.38 1 have more a feeling of peace now than I’ve had for a hell of a long time. It’s
like I've been through this process of struggle and — working through all these
underlying emotions — and it’:. just come out to where I am now ... I was on a
journey before — but it’s like, ntensified with the illness, like — you know, —
... it’s intensified it’s — uhm - — the journey’s intensified with the illness. Like
illness is a teacher ... I woullin’t have missed this last eighteen months for
quids. [Emphasis added] (Jan, 11777-1793; 1847)

This particular informant and her husband, who was diagnosed as being HIV-positive, had
both attended a self-awareness course called The Forum and were both adherents to its
ideas and practices. Jan recounts that throughout her illness experience, as with other
personal experiences in her life (e.g., husband’s disclosure of his homosexuality, husband’s

seroconversion), she has looked for the ‘lessons’ each episode has ‘provided’ for her.

The common sense discourse reasons why people develop cancer serve to make the
individual with cancer responsible for their disease. At the same time they ‘safeguard’ the
healthy members of society by reinfcrcing the belief that only irresponsible members of the

community develop cancer because they do not take proper care of themselves, they do not
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have sufficient willpower to mainta n a healthy lifestyle, or they have done something

wrong and deserve to be punished.

Treatment

The common sense discourse about cancer contains a number of treatment-related beliefs
and practices. These are often expressed in a constellation of metaphorical systems
(Lupton, 1994) that frequently make moral judgements about the individual and are often
perceived as a way of taming or defeating death (Sontag, 1991). One metaphor dominates

the response to cancer: the military m :taphor.

The military metaphor

The common sense discourse about cancer includes the belief that ‘winning’ the ‘war’
against cancer is intimately linked v/ith the patient having a positive attitude to getting
better. In addition, this metaphor implies the need for willpower to defeat the enemy and
‘recapture’ a healthy physical and social status. Individuals with cancer, who appear
‘brave’, never allowing themselves to ‘surrender’ to the disease, are extolled. When used in
relation to a life-threatening illness the m:litary metaphor serves to make individuals
responsible for their illness and its outcome. Informants within the current study were

influenced by these issues.

Many of the informants and their ~amilies used language associated with the military
metaphor. For example, in describing her experience of going through the treatment
regimes, in particular preparing for surgery, one informant comments:

5.39 We had such a happy group and we went through together. I mean we were all
facing — possible death, and scme of us did die, — I guess it was like going to
war. We didn’t know what was ahead of us but we had to go on. There was no
going back. [Emphasis added] (Doris, 1 492-496)

The war analogy and its associated laiguage and belief in the notion of the fighting spirit is
so entrenched in the common sens¢ discourse about cancer that a major belief is that
individual will only survive if they actively engage in fighting the ‘enemy’ — cancer. One
informant actually makes the stateme 1t:

5.40 ... cancer patients — they don t survive — unless they really fight. [Emphasis
added] (Martha, 1275-276)
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Another informant, in talking about o her patients in hospital makes the comment:

5.41 I look at other people in her: and I think, ‘They really don’t try to help
themselves’, you know, if you rzally went to live you'll fight it. (Sue, 1 479-481)
[Emphasis added]

In her use of the military metaphor, Sue is again demonstrating her desire to separate
herself from the remaining patients who are the unhealthy ‘other’. She perceives all the
other patients as lacking in the ‘will to fight’. In this way she colludes with the strongly
held belief of the ‘healthy’ membe:s of society that illness is caused through lack of
willpower and, therefore, brought or by individuals’ own actions, or lack of action. The
corollary to the belief expressed in the previous extract is that giving up the *fight’ means
that death will rapidly ensue. For example, oa1e informant describes the situation of another
patient who had shared the same wird duriag her hospitalisation. The individual’s death
was attributed to ‘giving up the fight’ rather than the accumulated effects of the cancer:

5.42 We had one lady, just this tinie that I was in — she died — and she gave up.

You could tell. She was in a ot of pain — uhm — ... you could literally tell

the day she gave up trying to fight it. Uhm — it was a Tuesday morning and

she had a cup of tea and she Iast it — and just the look on her face -— I knew

damn well she wasn’t going to survive. Two days later she was dead.

[Emphasis added] (Betty, 1 1316-1357)
The implication in this extract is thit if this patient had continued to ‘fight’, rather than
‘surrender’, she would still be alive. This is another example of the implicit belief that
responsibility for developing cancer and regaining health rests with the patient. However,
in the incident described in the above extract the implicit belief that the patient only died
because she gave up the fight is in direct conflict with medical understanding concerning
the functioning of the physical bocy. If cancer continues to spread, physical functions

deteriorate and eventually succumt to the disease. Once life sustaining functions are

damaged beyond a certain point death ensues.

Another important point, that is evicent in the above extract from Betty’s narrative, is the
fact that Betty is a qualified nurse. As such she is aware of the relevant medical knowledge
concerning the fact that in some instances the progress of cancer overwhelms the physical
functions of the body. Throughout her narrative Betty refers to her nursing background and

medical knowledge. As these times )3etty’s self-image as a nurse dominates her interaction
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with the interviewer. However, in the above extract it is obvious that Betty’s dominant self-

image as a cancer patient influences t1is particular interaction.

Informants also report that some of their family members use the military metaphor in
discussing responses to cancer. For e:.ample, one informant states:

5.43 He [husband] said to me last night, he said “Oh well, this is another battle

we’ve got in our lives to get cver .... We’ll do it.” [Emphasis added] (Sue, |
498)

Furthermore, individuals diagnosed with cancer are perceived as locked in mortal combat
with a specific enemy - cancer. Ore informant, who had been originally diagnosed as
having cancer in 1965, and who hed thirty-two cancer-related operations over the next
twenty-eight years, makes the comment:

5.44 I'm a fighter, you know, I just sort of fight on and it doesn’t matter how many
times it comes back. [Emphasis added] (Josie, 1 668-670)

Similarly, fighting cancer is implied in statements such as:
5.45 I'm going to beat it. (Sue, 1 698)

5.46 I've got to beat it. I don’t wan' it to beat me. I'm only sixty-two, I mean, I've
got a few years yet I reckon. (F ed, 1 284-287)

Family members also use the languige of battle to encourage the individual living with
cancer:

5.47 My daughter, the eldest one ... she kept saying, “You’re strong. You fight it.
You go on.” [Emphasis added] (Martha, 1 178-180)

Informants also report that this battle theme, and the notion of the patient and medical team
as ‘allies’ in this conflict, is reflectec in the terminology used within the medical discourse
about cancer. For example:

5.48 The doctors talked to me yesterday. Thzy were so positive — about it — tapped
me on the back and said “Wi'’re going to beat it. We've beaten it so far.”
[Emphasis added] (Sue, 1 874-£¢76)

5.49 ... but they wanted to do all this treatment. They said to me that they can kill
[the cancer], — because it’s spread through my lymph glands and with all this
treatment [chemotherapy] ther — it can kill what’s spread out. [Emphasis
added] (Sue, 1 306-310)
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Another belief within the common sense discourse of cancer is that certain situations
impede or encourage their ability to ‘:ombat’ the cancer:

5.50 I was the sickest I've ever been I wasn’t giving up. No way was [ going to give
up, but -— uhm — I was so weak — that — I couldn’t fight very well and that
scared me. [Emphasis added] (Betty, | 1260-1263)

Related to the military metaphor is the discourse of hope which dominates cancer in

modern western societies (Lupton 1994a).

The discourse of hope, bravery and self-images,

The discourse of hope postulates that ‘wining’ the war against cancer is intimately linked to
having a positive attitude to getting better. People with cancer are lauded if they never
appear to allow themselves to ‘give n’ to the disease but respond with ‘bravery’. Lupton
(1994a) suggests that the individual quickly learns that to despair or lose hope are
discouraged as strategies of dealiny; with cancer. However, this external ‘pressure’ to
display courage can be paralleled by individuals’ self-images developed prior to their
cancer experience. For example, one informant describes the emotion she experiences on
occasions:

5.51 Some days I wasn’t [tough] and it disgusted me. And I’d sit there and say “Oh
for God’s sake listen to mese!f [sic]. Don’t be such a wimp. Other people can
do it. You can. Don’t sit ther¢ and wimp out” ... [but] it’s a fear of not being
what [ expect to be, you know, not being tough enough, not being brave
enough to face it — better tian being a coward ... it’s a fear that ’'m not
going to be able to — uhm — face the next bit. (Betty, 1 1416-1427)

This extract demonstrates the complex interaction between two important issues, namely
the influence of pre-existing self-images on interaction with current experiences and the
common sense discourse practice of :.voidance. Implicit in this extract is Betty’s fear that if
she gets upset her behaviour will 10t be congruent with the self-image that she had
previously developed through intera:tion with her family of origin. In interaction during
her illness experience Betty is still ¢ reatly influenced by her self-image developed in the
rough and tumble of her early life grc wing up with brothers:

5.52 T’ve always prided myself on 1aving more guts than brains [laughs] — being
tough — I grew up with two biothers. You couldn’t let them see that you were
weak [laughs] because they’d rounce all over you — and I’ve always prided
myself on being able to deal v/ith anything and being tough and being strong
and all the rest of it. (Betty, 1 1277-1391)
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This self-image of being tough enough to take on any experience is so important for Betty
that it influences her responses to her illness experiences. She responds to difficult
situations with her ‘tough, in control image: a point not understood by nursing staff who
encourage her to “have a good cry”. Betty recalls an incident with the stomal therapist who
approached her one day saying:

5.53 “Having a bad day are we?” Sh:: must take one look at your face and know that
your having a bad day. And sh: says, “Well why don’t you just cry and get it
over and done with? What are you holding it back for?” And I said, “’cause 1
don’t want to make a fool of meself [sic]”. “Well that’s the stupidest thing I’ve
ever heard of” she said to me “who cares if you make a fool of yourself? If
anyone tells you you’re acting like a fool I’ll thump ‘em for you.” And she’d
just close the curtains and say, “Here you are”, give you a box of tissues and
say, “Right. Have a good cry. I’ll just sit here and look like a silly person and
do my paper work while your hiving it”

Interviewer: So how do you ncrmally react to those situations?
Betty: Very stoically. Generally I just keep it to myself until I can’t do it any
more and that’s it, I get mad. (Betty, 1 977-999)

In this extract Betty states her reasons for not crying - not wanting to make a fool of herself
by not living up to her self-image as a tough, gutsy person. The stomal therapist not only
fails to appreciate this situation and, -hrough the use of humour, actually denigrates, albeit
unwittingly, Betty’s self-image, but ilso fai.s to hear Betty’s initial emotional reaction -
anger at her current situation. In this situation the stomal therapist does not take on the role
of patient and use this knowledge in ler interaction with Betty. Instead, she appears to take
on the patient role as it is perceived b / the professional discourse of cancer. In doing so, the
stomal therapist imposes her ‘reality’ and understanding of the situation by encouraging
Betty to “have a good cry” and get it out of her system. Unfortunately for Betty, crying is
not what she needed to do at this poir.t. Rather she needed to have her anger acknowledged
and, if necessary, its open expression accepted. In turn, this may have led Betty to explore
exactly what she was angry about (possibly the fact that she did not seek a second opinion
despite knowing that the vaginal d scharge she experienced for several months was a

symptom of something seriously wrong, see extract 7.3, page 181).
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Betty also speaks of her need for bravery when she was told by the oncologist that after the
last test results he was unable to confirm that she would survive. When asked how that
effected her Betty’s response is:

5.54 I don’t know ’cause at the time I was having to pacify ... [husband] who was
about to lose his bundle and the: kids were there — I had to ask the kids to go
somewhere else — you know, it was like — it was happening to somebody else
— it wasn’t happening to me — ’cause I had to be brave ... and I got one of the
nurses to take the kids downstai-s and then — ... [husband] couldn’t take it and
he took off. Just left me sittin ; there by myself — and then ... [oncologist]
nicked off ’cause he couldn’t cope — so I was just sitting there all by my
lonesome feeling like — “Gee, you know, — like it’s happening to me people.
You’re supposed to be here hclding my hand [laughs] I'm the patient — get
back here — somebody come ¢ nd hold my hand” — [stops laughing] Nobody
came. Not even the nursing st ff — It was like they knew — that really bad
news had been told and they dic.n’t wart to get involved, ’cause they can’t cope
either. (Betty, 1 931-954)

This extract also demonstrates not only the disruption of social relations that occurs during
serious illness but also the impact ‘his has on the individual. Again it is not the sick
individual who interrupts these social relaticns but rather the healthy members of society
who do not provide the necessary em stional support for the individual. Betty is fully aware
of why her husband and the oncolog st leave her and why staff members do not approach
her. She has been able to take on the role of carer or person relaying ‘bad news’. Although
Betty realises that it is their inability :0 cope with the situation it does not provide her with
the emotional support she so desperatzly needs at the time: someone to simply stay with her
and “hold my hand”. In a variatio1 of the practice of avoidance of highly emotional
experiences, healthy members of society (in this situation Betty’s husband, the oncologist
and nursing staff) are unable, for whatever reason, to take on the cancer patient’s role and
appreciate the need for appropriate ¢ motional support and assess when it is most needed.

The impact this has for the individual with cancer is discussed in Chapter Seven.

“I was looking positive all the time”’

Another treatment related assumption is the necessity for maintaining a positive attitude at
all times during the illness experienc . There is an emphasis on strength of will that argues
that if an individual has enough willf ower (tased on hope, individuality and fighting spirit)
then the course of the disease within the body will be changed (Good, Good, Schaffer &

Lind 1990; Lupton 1994a). Informar ts in ths current study also demonstrate the influence
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of this belief. For example, in discussing his attitude toward his cancer experience Fred

recalls:

5.55 TIwas looking positive all the titae ... I was always thinking positive, you know,
I felt bloody shocking ’though at somz stages, you know, some stages of the
game — ahhh — [ felt bad about things — about the whole business — but like
I say ... I was just confident in ne [sic] own heart ... that I'd get through it ... I
tried to think positive most — rost of the time. (Fred, 1 276; 530-564)

Implicit in this extract is the dilemme facing individuals with cancer. They are supposed to
maintain a positive attitude at all times and if they do not they are implicitly accused of
being weak willed and failing thenmselves and everyone else. The individual is again
blamed for not only ‘allowing’ theinselves to develop cancer, but also for not having

enough fighting spirit to regain their t ealth.

Similarly, another informant indicates thar she is influenced by the common sense
discourse belief that maintaining a jositive attitude is important in successfully fighting
cancer. She makes the comment:

5.56 I'm mad ... very angry. That’s the onlv way that’s keeping me — keeping me
good I think — keeping me pos tive thinking. (Sue, 1 122-141)

This informant is reacting to her interprztation of the discourse of hope and the
expectations that the patient maintain a positive attitude even when she thinks other family
members might not be so positive.

5.57 Mum’s depressing me ... [begins to cry] because she thinks — I think she
thinks — uhm — it’s going to come back again, I think — I feel — I think she
thinks I'm not safe .... But if [ keep rthinking positive — she’s the one who
hasn’t got it so — she hadn’t go: it. I've got it so. (Sue, 1 918-946)

Again, this extract demonstrates Sue’s conflict with her prior self-image as a healthy person
and her current situation of being in hospital recovering from surgical treatment for a life-

threatening form of cancer.

The influence of the belief in maintaining a positive attitude is indicated by another

informant, who reports the words of a1 influeatial alternative therapist:
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5.58 It’s like something Ian Gawler once said to me, he said the day that I decided

that 1 was sick of being sick “vas the day I started my recovery. [Emphasis
added] (Jan, 1 1331-1332)

Again, in this extract is support for tt e implicit belief that patients are responsible for their

own health status and, in particular, re covery from the disease.

In some instances the importance of ¢ positive attitude is implied rather than stated openly.
For example, in describing her respor se to the initial diagnosis of cancer of the clitoris one
informant said:

5.59 I thought, “Well there are two ways out of this. I either die — or I get better,

and I don’t choose to die so I'm going to get better.” [Emphasis added] (Doris, |
142-146)

Doris also indicates her positive resyonse to the illness experience through the use of an
analogy. In describing her experience in positive terms she states:

5.60 It was as if somebody had wripped me in a cocoon and I'd started down a
tunnel or something that I had no way of getting out of, there was no —
stepping sideways, I had to go to the end of the tunnel whatever it might be.
And everything that happened f -om then on I accepted, ... I just accepted that it
was going to be and it was goin ; to be alright at the end. (Doris, 1 173-183)

Other informants provide further ev dence of the belief that sufficient willpower would
influence the growth of the cancer. In discussing her prognosis, soon after undergoing
surgical treatment for her cancer, one informant indicates that the doctors had informed her
that the cancer could grow back agair. In response to the doctor’s comment she is trying to
convince herself of the common sense¢ discourse belief:

5.61 Idon’t want it to. It’s all in you- mind. I think it is, don’t you? Well I think it is
— they say that if you think about it all the time that it will grow. (Sue, 1 686-
689)

This example also indicates the ten:ion between conflicting beliefs within the common
sense discourse about cancer. One b:lief is that individuals with cancer are supposed to
maintain a positive attitude about th: disease and their illness experience. The opposing
belief is that thinking about the cance - all the time will cause it to grow. For this informant,
interacting with these conflicting beliefs creates considerable confusion, tension and sense

of guilt. Individuals are caught in a ¢ouble bind. They need to think positively about their
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cancer but that requires constant thirking about the disease. However, constantly thinking
about the cancer supposedly causes ‘'t to grow. This point is discussed in greater detail in

the section The influence of the disco irse of hope: A case study, page 183.

The outcome of this need to be so pcsitive all the time is expressed by one informant who
indicates that she was:

5.62 ... having to be so positive th:t you are blocking out any of the other side of it
... the fear was there [previously] but I kept pushing it away and saying “No”.
Now I need to look at it and fi1d out what it is. (Jan, 1 471-475)

During her initial interaction with th= diagnosis of cancer Jan takes the attitude of others
into her imagination then chooses to :espond in specific ways. In particular, she accepts the
common sense discourse belief in thz need for people with cancer to maintain a positive
attitude at all times. Jan acknowledgzs that maintaining this positive attitude required her
“blocking out any of the other side of it”. Effectively, what Jan indicates is that she was
choosing partial interaction with her ¢ xperience. She also acknowledges that she was aware
of her fear but kept “pushing it away”. Jan’s choice of responding positively is also partly
due to her fear of being “out of conirol”. As a consequence of these choices Jan was not
able to engage in the process of recorceptualising her self-image. However, facing her fear
was, for Jan, a way of engaging in the process of developing a more appropriate self-image
that subsequently enables her to cop: more zffectively with her illness experience and be

“at peace”.

Future outcome

Another strongly held belief within tt e common sense discourse about cancer is that cancer
is associated with severe, prolonged pain and inevitably results in a painful death. This
belief is either openly stated or impli¢ d in comments made by informants. It can be made at
any time during the illness experience wheaever thoughts about the future and possible
progression of the disease occur. Fo- example, in a general discussion about cancer, one
informant makes the comment:

5.63 They suffer a lot — women w th cancer — that die from cancer have a lot of
pain and a lot of suffering ... that terrible agonising pain before they die ...
people die in pain. (Josie, | 1499-1534)
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Informants in the current study piovide a range of examples of implicit statements
supporting the belief about the pain associated with cancer and cancer-related deaths. These
are frequently provided as individual:. discuss their own beliefs about their future in light of
their cancer experience. For examplc¢, one informant believes that because she has cancer
she would experience severe pain at some time in the future:

5.64 It’s the fear of seeing the pain they go through ... I'm a coward with pain. I
don’t want to go through tha' pain. That’s what I don’t want to go through.
[Emphasis added] (Doris, 1 19)1-1913)

Also demonstrated within this comn ent is the strength and pervasiveness of the military
metaphor. Doris attributes her inabi ity to cope with pain to her being a “coward”. The
implication being that if she were ‘biave encugh’ she would be able to accept any pain as

part of the normal battle against cancer and ‘take it in her stride” without complaint.

One informant returns to this issue a 1 umber of times during the interview:

5.65 Idon’t wanttodiein pain... ’m afraid of going through all the agony ... I
am scared of dying, but only scared of dying in — pain. (Betty, | 1301; 1319;
1522)

This association of cancer with pain is also linked to the belief that a ‘dignified’ death is
one that is pain free. There is a belief :hat the individual’s dignity and hard-won adult status
is weakened by pain (Le Shan, 1983) As will be demonstrated in Chapter Eight, this belief
is also similar for individuals witk HIV/AIDS and indicates that the common sense
discourse about life-threatening illnesses is also informed by the discourses about dying
and death. The assumptions of the:e disccurses, that have particular relevance to the
discourse about cancer, are that deata is a painful event and there are preferred ways of
dying. One informant openly states tte connection between her fear of pain and wanting to
die with dignity:

5.66 1 really fear — not dying with cignity. [ other words, having pain. (Jan, | 2207-
2208)

Another informant provides further support for the belief that a dignified death is one that is
pain free. She describes the recent cleath of another patient, whom she had met during

previous periods of treatment in hospi:al:

141



5.67 She just went to sleep — and she died nicely — where other people die in pain

— and when I say die with digaity I mean die nicely, just go to sleep. (Josie, |
1532-1535)

This example also demonstrates the overlap between the common sense discourses about
cancer, dying and death. Josie uses the common belief that death is like going to sleep or is

a sleep like state from which individuals ‘awake’ in another ‘world’ or ‘existence’.

Summary

The common sense discourse of cancer, as a perspective, provides members of the lay
community with a definition of the situation concerning cancer. The elements of this
discourse provide a configuration of meaning that enables healthy individuals to organise
their own conduct, and their expec ations of others, in relation to this definition. This
configuration of meaning also shajes beliefs and expectations about how the disease
progresses and how the consequent illness experience is likely to unfold. Prior to their own
diagnosis, individuals come to know and understand the self-evident routines of everyday
life with cancer through this common sense discourse. When confronted with their own
diagnosis of cancer, individuals rely on this discourse to organise their conduct, their
expectations of others and their inter: ction with personally unfamiliar disease-related social
objects. However, in confronting tteir own diagnosis, individuals are challenged by a
number of elements of the common sense discourse that raise dilemmas for them: cancer
means death, but, at the time, they do not perceive themselves as dying; cancer means a
painful experience and agonising de: th, but they are not sure whether they will be able to
cope with the intensity of the pain; cancer mzans avoidance by others, but they still require
social support; beating cancer mean; fighting for life and being positive at all times, but
sometimes they feel overwhelmed ty their emotions. At the same time, these dilemmas
challenge individuals to reconceptu:lise self-images: from healthy responsible person to
‘irresponsible, unhealthy other’; fror1 living person to one facing their own mortality and
impending death; from socially acceptable person to one who is stigmatised and frequently

ostracised.

Despite advances in medical scienc: that enables some forms of cancer to be cured, if

diagnosed sufficiently early, the link between diagnosis of cancer and death is still strong



within the common sense discourse of cancer. This link is frequently expressed in the
practice of some family and friend: avoiding routine social interaction with individuals
after their diagnosis. In turn, this creites a form of social death that reflects the disordering
of routine social relations and increases the emotional burden for individuals. This
perceived inability of some others t> cope with the multiple meanings associated with a
diagnosis of cancer, forces ill indivicuals to take on the role of ‘carer’. To maintain social
interaction and support from others (including some family members) individuals push
their ‘negative’ emotions aside; they present a ‘brave’ or ‘humourous’ fagade; they refrain
from discussing their emotions or illness experiences. In essence, they disregard their
personal thoughts and feelings, sug esting that what they are feeling must be wrong or
inappropriate. Beliefs and practices within the common sense discourse of cancer convey
explicit and implicit messages to the individual diagnosed with the disease about how they
should respond to their illness experience. The sick individual must not only be able to
confront the most emotionally difficult aspects of treatment and the prospect of their death

with minimal support but also with courage znd a positive attitude.

The common sense discourses of cancer and culpability have a powerful influence in
ascribing ‘responsibility’ for develooing cancer. In response to this situation individuals
devote considerable time and emotional energy in trying to find a ‘cause’ for developing
cancer. These reasons why people develop cancer range from contact with carcinogenic
substances, being punished for some ‘sin’ of commission or omission, and being ‘sent’ the
experience for personal development. These ‘causes’ of cancer serve two purposes. Firstly,
they contribute to making the serioisly ill individual responsible for their disease, their
illness experience and their ultirate recovery. Secondly, these reasons for cancer
development ‘safeguard’ the healthy members of society by reinforcing the belief that only
irresponsible members of the community develop cancer because they fail to take proper
care of their health or they do not have sufficient willpower to maintain a healthy lifestyle.
The causes of cancer also serve to create a distance between the healthy members of society
and the irresponsible, unhealthy ‘otier’, decrease the amount of emotional and practical
support for the individual and iicrease their tension and loneliness. Furthermore,
application of the military metaphcr to the experience of cancer further obligates sick

individuals tc take responsibility fo - their recovery, to face the disease with bravery and
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equanimity and not display too muca emotion. This places further emotional burden on

individuals living with cancer.

In essence, beliefs and practices withi1 the common sense discourse of cancer promote dual
standards. On the one hand the pat ent must be brave, maintain the ‘fight’ against the
enemy, be positive at all times and ¢ void stress by dealing with their emotional issues as
they arise. However, in dealing with these strong emotions individuals must not become
‘too upset’ or ‘too irrational’. On the >ther hand healthy members of society are able to use
avoidance as a way of coping with the intense emotions without censure from beliefs and
practices within the common sense discourse. The use of humour also has a duality of
purpose. Firstly, it acts as a coping and distancing mechanism for healthy members of
society by sending the implicit messige that the person does not want to hear more of the
sick individual’s experience. Secordly it denigrates the severity of the individual’s

experience of cancer by implying thar it is not serious enough to warrant further discussion.

At the same time individuals are interacting with members of the lay community, who use
the common sense discourse to provide meaning to cancer, they begin interacting with
members of the medical commurity. During this new interaction, individuals are
introduced to a new perspective (the medica. discourse) and new ways of defining cancer-
related social objects. How individuils interact with this different perspective and how it

influences their experience of illness s the focus of the next chapter.
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