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“I've been around you know...I have seen boys like these,
younger than these, their arms torn out, their legs ripped
off, but there is nothing like the site of an amputated spirit.
There is no prosthetic for that.”

- Al Pacino as Lt. Col. Frank Slade in ‘Scent
of a Woman’, Universal Pictures.

Politely, but firmly, a person with cancer returns her
questionnaire to the researcher, and states;

“I am not that type of person.”



Acknowledgements

My sincere thanks to:
Johann Louw, my supervisor, for refreshingly critical support.

Ray Berard, my employer, for providing the necessary logistical support, and the time to

conduct this research.

The staff at LE32 and LE33, in particular Carmen and Lara at the breast clinic for

continuous logistical help.

The people with cancer who completed the questionnaire, and in particular those who

gave their time to participate in the focus groups.

My research colleagues at William Slater;- Nazeema, Gary, Gary, Justin, and Nigel, thanks

for putting up with me.
The Centre for Scientific Development, for financial assistance.

The Cape Psychosocial Oncology Trust, for financial assistance.



Abstract

Most psychosocial services for people with cancer remain under-utilised. This
phenomenon disturbs the logic of two facts: that people with cancer do experience
psychosocial problems, and that most interventions are capable of alleviating
psychological distress and improving quality of life. This dissertation approached
the above problem using a multi-modal methodology. First, a multi-choice
questionnaire survey was conducted at the out-patient oncology clinic, Groote
Schuur Hospital, showing that interest in the more professionalised services such
as psychiatry, psychotherapy, coping skills courses, and social work was low,
while interest in less professionalised services such as self-help groups' and veteran
patient visits was relatively high. In the context of the narrative and discursive
approaches to understanding human experience, it was argued that psychosocial
oncology presents a particular view of the person with cancer, rooted in positivist
and medical frameworks, which may be out of sink with patients' own
understandings of themselves. A discourse analytic study, using two focus group
interviews and four individual interviews with people with cancer, served as an
alternative approach to understanding the coping process and patients’ attitudes
towards psychosocial care. Two contrasting discourses were highlighted in this
way: an individualistic discourse and a psychological discourse. Respondents
employed various rhetorical strategies in order to ensure domination of the
rational, individualistic, and coping ‘I’ over the emotional, psychologized mind.
Taken together, these results suggest that less professionalised services, based
largely on fellow patient support, should be central to a more consumer-friendly
system of psychosocial care. An action research approach was recommended as a

possible means of developing such a system of care.
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Psychology, as a ‘caring’ discipline, has a long tradition both in academic and professional
circles. The growing prevalence of chronic illnesses, such as cancer and more recently
AIDS, has thus not sufprisingly proved fertile career ground for many psychologists and
associated professionals. Various methodological and clinical lenses are increasingly being
focused on those who live for extended periods of time under painful and life-threatening
circumstanqes. The experience of cancer has, in this regard, come under such scrutinous
examination that many sturdy textbooks are now dedicated solely to the field of ‘psycho- -
oncology’ (Rowland & Holland, 19'90) (in Europe the field is commonly referred to by the
term; ‘psychosocial oncology’ - Greer, 1994). The ultimate aim of such work, of course,

is to ‘care’; to design and implement appropriate interventions which will, to some extent,

improve the person with cancer’s quality of life.

As with any social science, however, psychosocial oncology is hampered by various
conceptual, methodological, and practical problems. Contrary to most other social
sciences, however, the level of self-consciousness within the field, particularly with régard
to the various problems it is experiencing, is astounding (Frank, 1992). At this level, the
discipline is vulnerable to a comprehensive metatheoretical critique, a critique which has
already altered the face of most social research (see Billig, 1987, 1991; Danziger, 1990,
Gergen, 1985; Harre, 1983, Parker, 1989, 1992; Potter & Wefherell, 1987; Rose, 1990;
Sampson, 1989, 1993). According to this ‘post-modern’ critique, the object of study (the
cancer -patient and his or her mental state and behaviour) is not a predetermined ‘given’,
ready to be revealed to us by the methods of science. On the contrary, authors such as the
above would argue that both the person with cancer, and the theoretical body .describing
him or her, are at least to some extent gociohistodcally constituted through language and

‘discourse’.




.

The human psychosocial response to cancer, in this regard, is not necessarily a fixed or
stable (‘natural’) response emanating from individual subjects (determined by personality
traits, stimulus-response learned behaviour, physiological response to stress, etc.), but is a
response constructed by and through the various meaning systems contextualising the
person with cancer’s identity and self, meaning systems which are in turn embedded in the
broader social structures of society. Psychosocial oncology, being part of such social
structures, is therefore not simply reflecting a given state of affairs, but is actively playing
a role (unself-consciously so) in the construction of the ;nonnal’, ‘adaptive’, and

sometimes even ‘natural’ response to cancer (Frank, 1991).

But so what, the psychosocial oncologist could argue. Of what use could a post-modern
approach be to the actual life of the person with cancer? Of what use could it be in
alleviating the suffering and distress people with cancer very evidently experience (even if
aspects of it may be sociohistorically constructed) - especially since the traditional
approach has been effective, first, in illustrating (‘proving’) that people with cancer do
suffer psychologically (Holland, 1992), and secondly, that various forms of psychosocial

care can, to an extent, alleviate such suffering (Anderson, 1992)?

Certainly the aim of a critical analysis should not be to ‘disprove’ the successes of
mainstream psychosocial oncology. On the contrary, and this is an opportunity to
contextualise the personal motivations behind this thesis, the overriding goal should still to
‘care’, to in some way attempt to improve the life with cancer. This author, probably like
most workers and researchers in the field, has been personally captivated, both by the
incredible psychological power of a cancer diagnosis, and also, perhaps more importantly
so0, by the tenacity and strength with which most sufferers bear this weight. What is this
experience like, and how in God’s name do you deal with it if it happens;- such is the type
of question lying at the root of this thesis- and, ultimately, what psychosocial oncology is
all about. Entire textbooks and periodicals are dedicated solely to the cancer experience,
describing in perceptive detail how people react to the news of a diagnosis or the painful

symptoms and treatment side effects. Scholars and clinicians gather from around the



world to discuss these findings, and to discuss ways and means of helping people deal with

such stressors in more effective ways. A noble pursuit, some might argue.

One contradiction stands out so notably, however, that it has led this author to wonder
whether we really do understand what is going on. With all this effort being channelled
into the understanding of the cancer experience, and the possible ways in which it could be
made more bearable, most providers of psychosocial interventions have been left mystified
by the exceptionally limited use of, and interest in, various forms of intervention among
people with cancer (Knight, Wollert, Levy, Frame, & Padgett, 1980; Levy-& Derby, 1992;
Nelson, 1994; Taylor, Falke, Shoptaw, & Lichtman, 1986; Van Schalkwyk, 1995). If all
the work, ultimately, is being done for people with cancer, why do the very beneficiaries
not welcome the various services? This question has been left largely unanswered,
probably partly because so few studies have focused on it. To this author, however, it
seems impossible to ignore, because it questions the very legitimacy and validity of the
discipline. What is the point of channelling scarce resources into unwanted services, and
do we really understand what is going on if we cannot even convince the ‘victims’

themselves to make use of our services?

It is in this sense that a post-modern or constructionist approach could be useful, since it
not only acknowledges, but also deals directly with the way a discipline can ‘construct’ its
own subject matter (Danziger, 1990). Instead of gazing objectively upon the person with
cancer, standing at a distance away from him or her, and sure in the knowledge that we
are not in any way changing the ‘nature’ of that subject, we are offered the opportunity to
analyse, in detail, the mutually constitutive interaction between subject and discipline. We

can, in this sense, examine:

e how the character of the person with cancer we read about in journal articles and
textbooks (the ‘theoretical’ subject) is at least partly created by the various theoretical

and methodological approaches used to pfodu.ce such research results;



e how the personal experience of the person with cancer (the person with cancer’s
subjectivity) is constructed - and continuously reconstructed - by broader social
meaning systems, embedded in the person with cancer’s own thought and talk
(psychosocial theory, in other words, can participate in this construction of
consciousness, instead of just being a reflection of it);

e how the person with cancer, in turn, comes to understand what psychosocial oncology
and its services are all about (why the resistance?); and |

e how the entire relationship is framed by diverse social meaning systems and social

structures.

Using such an approach, it is possible to obtain a deeper (somewhat alternative)
understanding of the cancer experience, one which could be of use to psychosocial

oncology’s worthwhile pursuits.

In chapters 1 and 2 of the thesis a brief review of some of the literature in psychosocial
oncology will outline the nature of the problem. The case will be presented that people
with cancer do quite obviously experience various forms of psychological distress, and
that various forms of intervention do appear to ease such distress. This will set the stage
for the perpleking findings that most people with cancer do not use such psychosocial
interventions. Various explanations for this trend will be outlined, while illustrating their
inadequacies. An empirical study in the form of a survey, presented in chapter 3, will

enrich this discussion.

In chapter 4 an alternative approach to the problem will be presented, which will consist of
an outline of, and argument for the social constructionist and discursive approaches. The
argument will be put forward that the personal experience of people with cancer, and the
theoretical bodiés describing such people, are not simply unmediated reflections of a
naturally occurring reality, but are at least partly a product of broader - and frequently
contrasting - social categories embedded in language. The ‘psychosocial consequences’ of

cancer, in other words, are not ‘naturally’ occurring ‘human responses’, but are



discursively constructed, both by people with cancer themselves, and the researchers
gazing upon them. For our purposes it is thus hypothesised that some tension or conflict
exists in the way people with cancer understand their own experience and what role they
expect the system of psychosocial care to play in this experience, resulting in a resistance
toward psychosocial care. This hypothesis will be investigated in chapters 5 and 6 using
discourse analytic principles. By means of focus groups and interviews, people with
cancer themselves will be asked how they make sense of their situation and what their
attitudes are toward various types of psychosocial care. An in-depth analysis will attempt
to elucidate the various ways and means in which both the experience of cancer, and the
various types of psychosocial care are constructed. Socio-linguistic roots of the
potentially multiple and contrasting constructions will be discussed, as will the reflective
and affirming role of psychosocial oncology in this process. More simply put, this analysis
will attempt to understand how and why resistance toward psychosocial care develops.
The thesis will come to a conclusion by drawing together the work done in previous

chapters.



CHAPTER 1

* THE PSYCHOSOCIAL IMPACT OF CANCER : A BRIEF REVIEW

That people with cancer generally experience a host of psychosocial problems is
indisputable. Studies using psychiatric, psychological, and more social/anthropological
frameworks have all documented various troublesome aspects of the cancer experience.
Perhaps the most important point to be made, however, is that not all people with cancer
experience the same set of psychosocial problems. Certainly all will to some extent
experience feelings of sadness or anger, but not all will experience the disabling effects of
major depression. According to this perspective, many psychosocial problems can be
regarded as ‘abnormal’, ‘unadaptive’, or even ‘pathological’ responses. The underlying
assumption and motivation behind most of psychosocial research in oncology, therefore, is

that at least some of the problems can be countered by implementing various interventions.

The following review will examine the types of problems people with cancer experience
from three perspectives. A psychiatric perspective is generally concerned with various
forms of psychopathology; psychological problems deemed sufficiently abnormal and
distressing to warrant the label ‘pathology’. A psychological perspective is concerned
with any form of emotional distress or behavioural problem, and a social perspective
places the focus on interpersonal problems and broader socio-economic issues. The main
thrust of this review will be to show that people with cancer quite obviously do experience
various psychosocial problems, and that various forms of intervention could quite feasibly
be indicated. As a result this review is decidedly brief. If more detail is required, the

reader is referred to Rowland & Holland (1990).




1. PSYCHIATRIC PROBLEMS

According to the literature anywhere between 5-50% of people with cancer develop
severe and persistent levels of depression and anxiety (Greenberg, 1992; Massie &
Holland, 1990; Mermelstein & Lesko, 1992). More specific estimates put this figure at
23-40% (Greer, 1994). Such ‘pathological’ depression and anxiety can be distinguished
from normal feelings of sadness and worry, since they last longer, are more severe, and
freqhently interfere with the treatment process (Barraclough, 1994). A significant
prevalence of adjustment disorders, sexual dysfunction, and orgahic mental disorders
among people with cancer has also been noted (Derogatis et al., 1983; Greer, 1994).
Although the above estimates are certainly not disputed in the literature, the accurate
assessment of psychiatric morbidity is hampered by the frequent overlap of
symptomatology (is one “feeling slowed down” due to treatment side effects or
depression?), and disagreement on appropriate assessment instruments (Snaith, 1993,

Cella, Jacobsen, Kornblith, Lesko, & Marme, 1991).
2. PSYCHOLOGICAL PROBLEMS

Among the types of psychological problems people With cancer expertence, feelings of
uncertainty, negative feelings such as fear, shame, and loneliness, lack of perceived control
over various aspects of one's life, feelings of helplessness, and reductions in self-esteem
have been noted (Greer & Burgess, 1987; Pruyn & Van den Borne, 1987; Taylor, Falke,
Shoptow, & Lichtman, 1986; Thompson, Sobolew-Shubin, Galbraith, Schwankovsky, &
Cruzen, 1993). In recent years, an increasing number of quality of life studies have noted
the particular psychosocial consequences experienced by people with various cancers. It
has been found, for example, that women with breast cancer experience different concerns

to men with lymphoma (Massie & Holland, 1991).

Several studies have furthermore shown that psychological morbidity may persist for many

years after treatment has been completed (e.g. Cella et al., 1986). In this regard several



authors have emphasised that the experience of cancer does not cease with the completion
of treatment (Zampini, & Ostroff, 1993). With the advances in medical treatment of
cancer, there exists now a growing population of cancer survivors who face the complex
process of adjusting to life after cancer treatment. Numerous studies indicate that many
such long-term survivors are dealing with a variety of problems ranging from émotional
trauma and physical disabilities to employment and insurance discrimination (Monaco,
1992; Norman & Brandeis, 1992; Smith & Lesko, 1988; Tross & Holland, 1989; Zampini
& Ostroff, 1993).

3. SOCIAL ISSUES

There is broad consensus among workers and researchers in psychosocial oncology that
social support is probably the most powerful mediating factor influencing psychosocial
adaptation to cancer. The person with cancer’s relationship with his or her doctor, family,
and friends has, in this regard, been the focus of numerous studies in psychosocial
oncology (e.g. Bloom & Spiegel, 1984; Harrison, Maguire, Ibbotson, Macleod, &
Hopwood, 1994; Massie & Holland, 1990; Spiegel, Bloom, & Gottheil, 1983). Such
research has pretty consistently found that the ‘perceived quality of support from others’
(Harrison, Maguire, Ibbotson, Macleod, & Hopwood, 1994, p.173) predicts psychosocial
adjustment. Although such work is marred by debates regarding appropriate definitions
and operationalisations of social support, it is nevertheless clear that a Jack of social
support in many cases can be regarded as a serious psychosocial problem. Long-term
cancer survivors, for example, frequently find that their main support sources used during
treatment now expect the survivor to "get on with life like before" as it were (Bauman,
Gervey, Siegel, 1992; Monaco, 1992). Simultaneously, however, such people are often
still dealing with uncomfortable treatment side-effects, uncertainties regarding possible
recurrence of disease, unresolved emotional difficulties, and social stigma, isolation, and

discrimination.



It has also been noted by anthropologists and sociologists that people with cancer undergo
a transformation in their social identity due to the extended adoption of the "cancer
patient” role (Fagerhaugh, Strauss, Suczek, & Weiner, 1987), and the pervasive "cancer =
death” stigma (Sontag, 1978; Stahly, 1992). Environmental conditions in hospital wards
and interactional contexts of doctor-patient encounters can, as have been shown in several
earlier studies, have a direct impact on a person with cancer's self-respect and physical and
~ mental well-being (Gerhardt, 1990, Millman, 1977). Furthermore, discrimination of
various forms has been experienced by people with cancer, most notably with regard to
employment and insurance. In South Africa such socio-economic factors can be deemed
of paramount importance due to the large proportion of people living close to poverty.
Transport costs, medical costs, and more importantly, the inability to earn a living when ill
(especially when supporting a family), can be greater burdens to people with cancer than
the illness itself. In general, it can be argued therefore, that the experience of cancer is a
thoroughly disempowering one (Monaco, 1992; Zampini & Ostroff, 1993), in that one's
ability to function effectively at a physical, psychological, social, and economic level is

severely threatened.

4. THE CAUSES OF PSYCHOLOGICAL MORBIDITY

The causes of psychological morbidity in cancer are reputed to lie in a combination of
medical factors (site and clinical course of the disease, treatment side-effects, pain),
psychological factors (adjustment to prior illness, history of previous psychopathology,
intrapersonal coping ability, and developmental life-phase), and social factors (availability
of social support from family, friends, and medical staff, socio-economic status)
(Greenberg, 1992; Massie & Holland, 1990; Mermelstein & Lesko, 1992). It has been
suggested that in South Africa low socio-economic status is an additional strong predictor
of depression and anxiety (prevalence of depression in this population group has been

observed to be as high as 50%) (Aucamp, 1994; Berard, Viljoen, & Boermeester, 1995.)



Much psychosocial research in this area, probably due to the obvious practical
implications', has focused on the actual process of ‘psychological adaptation’ to cancer.
The role of emotional support, coping ability, and perceptions of control as ‘psychological
factors affecting quality of life’ (Greer, 1994) have received extensive attention in this
regard. It is also here, however, that the theoretical depth and diversity within
psychosocial oncology becomes apparent. For our purposes, it is thus also the area where
the possible ‘mixed messages’, and various (and possibly contrasting) images of the person

with cancer (cqnstructions of the subject) will be examined (see chapter 6).
5. CONCLUSION

This chapter should haQe made clear that people with cancer do experience a large variety
of psychosocial problems. Some of these problems, furthermore, are not temporary
reactions or adjustment problems, but are enduring and disabling ‘disorders’ which can
interfere significantly with the patient’s quality of life and his or her medical treatment.
For a more detailed and comprehensive overview of the psychosocial aspects and
consequences of cancer, the reader is referred to Rowland & Holland (1990) and
Barraclough (1994). For our purposes, however, the point is deemed sufficiently made
that a large proportion of people with cancer could quite reasonably benefit from various
forms of psychosocial intervention. In fact, it is currently estimated that at least 25% of
patients and their families need some form of psychological support (Massie, Holland, &
Straker, 1990). What such interventions look like, what they are meant to accomplish,
and how successful they are - not only in improving the quality of life of people with

cancer but also in attracting participants - will be turmed to in the next chapter.

! Besides possible avenues for intervention, Danziger (1990) has pointed out that a focus on ‘individual
differences’ enables the production of more consistent and stable statistical data.

10



1. A BRIEF HISTORICAL OVERVIEW

Ultimately, the aim of psychosocial oncology is to improve the psychosocial well-being of
people with cancer through the implementation of psychosocial interventions.
Traditionally, most cancer patients' psychosocial concerns were dealt with by oncology
department social workers, and extreme cases of psycho-pathology (when picked up)
were referred on to consultant psychiatrists. During the 1950's, cancer survivors in the
United States complemented the available services by setting up several ‘self-help’
organisations (Gartner & Riesman, 1984; Massie, Holland, & Straker, 1990). These
organisations arranged hospital visits whereby ‘veteran’ patients would talk to newly
diagnosed patients, offering encouragement, support, and personal insights into ‘coping’.
Support grou.ps for patients and family members were also set up, aiming to provide
education and practical advice, mutual support, coping hints, and in some cases even
political advocacy (in light of the social stigma of cancer). Reach-to-Recovery for breast
cancer patients, and Candlelighters for children with cancer and their parents are examples

of such patient-driven support organisations.

In recent years, however, several prominent cancer clinics have striven to exemplify the
‘biopsychosocial model’ (Holland, 1992) in their approach to patient care. Hospitals such
as the Royal Marsden in London, and the Memorial Sloan-Kettering in New York, have -
introduced multidisciplinary teams, whereby psychologists, social workers, psychiatrists,
and clergy are all included as part of the oncology team. Some of these progressive clinics

also rely heavily on cancer survivor volunteers, who deliver a host of psychosocial

11



services. Cancer patients at these clinics thus have access to education, crisis intervention,
supportive and psychodynamic psychotherapy, group psychotherapy, ‘veteran’ visits, and
mutual support groups. Intervention is, however, also aimed at family members
(counselling, education), and oncology staff members (education regarding psychosocial

issues, burn-out, etc.).

Although such ideal biopsychosocial clinics are rare, national cancer associations in
various countries, have moved heavily towards the provision of psychosocial care, either

by sponsoring self-help organisations, or by running various programs themselves.
2. AN OVERVIEW OF THE TYPES OF PSYCHOSOCIAL CARE
2.1. PSYCHOTHERAPY AND COUNSELLING

Although psychotherapy and counselling frequently refer to the same practice (e.g.
‘talking cure’), it is possible to make some distinctions. According to Barraclough (1992),
psychotherapy is more formalised and ambitious in that it aims to achieve lasting
personality change in people with more long-standing psychopathology. Counselling, on
the other hand, aims to help people deal more effectively with stressful life situations. As
a result, counselling could be appropriate for a large number of cancer patients, including

their families, whereas psychotherapy is only relevant for a minority (Barraclough, 1992).
2.1.1. COUNSELLING

Counselling for people with cancer is neither an established nor unified discipline.
Although some workers might identify themselves as oncology counsellors, today most
counselling in an oncology setting is still performed by a variety of different health care
workers as just one of the many tasks they do. Doctors may, for example, ‘counsel’ their
patients on how to live practically with treatment side effects, just as a social worker or

nurse may ‘counsel’ newly diagnosed patients on what to expect during treatment. With

12



few textbook guidelines or ‘experts’ available, counselling in oncology settings is thus still
a rather informal practice. A description of some of the types of counselling available to

people with cancer follows:
Nurse/ Social Worker counselling

Most oncology units employ a trained nurse-counsellor or social worker, who would make
sure that patients understand the illness and treatment information correctly, help in the
treatment decision making process, and provide practical advice and emotional support.
More serious psychological problems would be referred on to psychiatrist or psychologist.
According to Barraclough (1992) most patients welcome the help and support of a good

nurse-counsellor.
Peer counselling

Some oncology units allow members of patient organisations to visit newly diagnosed
patients, to offer practical advice, emotional support, and general encouragement. Many
patients find such advice credible because it comes from a ‘veteran’; a person who has
been through a similar experience. Several commentators have noted, however, that
unsupervised peer counselling can sometimes do more harm than good (Barraclough,
1992; Mastrovito, Moynihan, & Parsonnet, 1990). Care must be taken, according to such

authors, that counselling is not forced upon patients.

Private counselling
Several national cancer associations employ private counsellors (frequently social
workers), and in recent years there has been an increase in the number of private

counsellors specialising in issues pertaining to cancer. Up to now, such practices are

unregulated in the U K. (Barraclough, 1992).
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Counselling guidelines

Although counselling is infrequently regarded as a professional or theoretically based
practice, some general ‘how to’ guidelines can be found in the literature. Barraclough
(1992), for example, suggests that the counselling of cancer patients could aim to

accomplish the following:

e Permit ventilation of feelings.

e Provide practical information about the illness, correct false assumptions and dispel
unjustified fears.

e Encourage helpful ways of coping.

e Draw attention to any obvious ‘maladaptive’ strategies the patient is using (e.g.
alcoho! and drug abuse). |

¢ Provide interest and support, and affirm the patient’s self-worth.

2.1.2. PSYCHOTHERAPY

Compared to counselling, psychotherapy is far more theoretically based and is widely
regarded as a ‘professional’ practice. Only full-time mental health professionals will tend
to engage in this practice, and understandably so, their aims will be more ambitious than
those of counselling. This does not imply, however, that the discipline is in any way
unified. On the contrary, a continuing legacy of contrasting theoretical paradigms ensures
varying practices and therapeutic goals. Separate discussions on the three dominant

‘paradigms’ follow:
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Psychodynamic therapy

Classical long-term psycho-analysis is seldom deemed appropriate for cancer patients, but
the briefer and more focused variants have been effectively applied [at the Tavistock clinic,
London - Barraclough (1992); Judd (1994); Sonnenberg (1994).] A diagnosis of cancer
and its associated problems can be regarded as a series of profound losses, and
psychodynamic therapy would thus strive to enable the expression of ‘grief’ about these
losses, so that such feelings can be ‘worked through’ (Barraclough, 1992). In
psychodynamic terms, a diagnosis of cancer can be regarded as an emotional experience of
such intensity that the mental apparatus could fail to ‘contain’ the chaotic psychic energy
(Emmanuel, 1992). Psychodynamic therapy could function partly as a ‘container’ for such
rampant emotion, and partly as a therapeutic ‘frame’ wherein the contextual factors
(unresolved past experiences) causing and maintaining the dysfunctional mental apparatus
could be dealt with. Some aims of psychodynamic therapy with cancer patients are as

follows (Barraclough, 1992; Emmanuel, 1992):

Linking past and present. Exploring the parallels between a previous life crisis and the

present cancer diagnosis.

e Interpreting mental defense mechanisms. A patient may project his unacknowledged
anger and frustration onto his wife in the form of irmtability. A patient turning to his
or her parents for support instead of his or her spouse may be regressing under the

- stress of the illness.

o Interpreting the transference and countertransference. The feelings aroused in the
therapist may be useful information pertaining to the unresolved feelings (‘nameless
dread’) the patient projects outward.

e Identifying resistance. What is the patient avoiding to discuss? (more unresolved
feelings and nameless dread).

- o Interpreting dreams. More clues pointing toward the characteristics of the unresolved

issues.
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Behaviour therapy

Behaviour therapy resists the temptation to interpret a patient’s symptoms in terms of its
possible origins, and uses a practical and structural approach to discourage undesirable
behaviours and substitute them with more appropriate ones (Barraclough, 1992).
Following the assumption that all behaviour is learnt, the behaviour therapist would aim to
‘unlearn’ unwanted behaviours using the principles of classical and operant conditioning.
Procedures such as desensitisation and distraction (relaxation therapy, hypnosis, etc.) have
been successfully applied to such problems as anticipatory nausea (before chemotherapy)

and pain which gets worse in certain emotional situations.

Cognitive therapy

Forming a meeting ground between behaviour therapy and psychodynamic therapy,
cognitive therapy has been successfully applied to cancer patients at the Royal Marsden
Hospital in London by Moorey & Greer (1989). According to this theory, emotional
problems are caused and maintained by maladaptive beliefs and thinking patterns. The
meaning and emotional threat of cancer depends, in this regard, on the patient’s ‘cognitive
schema’ which is derived from individual past experience (Barraclough, 1992; Moorey,
1994). By over-generalising rigid black-and-white beliefs (e.g. you always die in agony
with cancer), the patient may develop inflexible and unadaptive coping skills. Therapy
would encourage the patient to identify his or her ‘automatic thoughts’, so that they may
be evaluated more logically, and contrasted with alternative attitudes and behaviours
which allow the patient a greater sense of control over their situation. Specific aims and

techniques are as follows (Barraclough, 1992):

o Identify, record and challenge negative automatic beliefs.

o Rehearse impending stressful events and ways of handling these (visualisation and role

play).
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e Plan and carry out practical activities which instil a sense of mastery, control, and
pleasure.
e Express feelings openly to one’s partner.

e Raise self-esteem by identifying and fostering personal strengths.
2.2. PATIENT SUPPORT GROUPS

It is a well-documented fact that the availability of social support is an exceptionally
important factor influencing psychosocial adaptation to cancer. As a result, the concept of
patient ‘support groups’ has received considerable attention in psychosocial oncology
circles. Two distinct types of support groups can be identified: self-help groups and

support groups facilitated by a trained professional.
2.2.1. SELF-HELP SUPPORT GROUPS

Although there is traditionally caution among certain sectors of the medical community in
accepting the cohcept of fellow patient support, this hesitation has been diminishing
(Ettinger & Heiney, 1993; Rowland & Holland, 1990; Mastrovito, Moynihan, &
Parsonnet, 1989), and is reflected in the popularity of mutual support networks in the
United States (Ettinger & Heiney, 1993; Monaco, 1993) and Europe (Katz, 1984; Pruyn
& Van den Borne, 1987; Stevens & Matthijs, 1994). '

The essential characteristic of self-help groups is that the help and support is provided and
facilitated by fellow patients. Groups are facilitated by patients and ex-patients, personal
meetingé are organised between patients currently going through treatment and long-term
survivors, and ex-patients and éurrent patients are actively involved in the design,
management, and implementation of support networks. Several commentators (Gartner &
Riessman, 1984; Jacobs & Goodman, 1989; Mastrovito, Moynihan, & Parsonnet, 1989)
have noted that the primary reliance bn collective, experiential knowledge creates a

process quite distinct from any professionally run psychotherapeutic intervention. Cancer
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patients often have difficulty disclosing their distressed feelings, which in turn can iéad to
isolation and alienation. Patients might not feel understood by their friends or family, or
might wish to protect them with a facade of happiness. The fellow patient group,
however, through the provision of experiential empathy (Mastrovito, Moynihan, &
Parsonnet, 1989) (or the ‘sense of symmetry’ [Jacobs & Goodman, 1989)), assists the new
member in communicating his or her fears and anxieties. In this way the patient is able to
obtain ‘credible’ information from people who have been through it, thus reducing feelings
of uncertainty (Pruyn & Van den Borne, 1987). Emotional support and encouragement
from people who ‘really’ understand is provided, thus reducing feelings of isolation, and
linked to this, the patient is able to evaluate his or her own feelings by comparing them
with others (thus ‘normalising’ them) (Pruyn & Van den Borne, 1987). Isolation and
stigmatisation is transformed into acceptance, understanding, and empowering ‘normality’

(Jacobs & Goodman, 1989).

Self-help groups have come under criticism, however, because some participants may not
benefit from such encounters, in fact they may experience an increase in their anxiety
levels (Dunkel-Schetter, 1984; Hitch, Fielding, & Llewelyn, 1994). Necessary defences
may be destroyed, fear of recurrence or dying may be aggravated, group leadership may
be ineffective, and the imposition of group norms may result in power rivalry and
exclusionary tactics. Although some authors have emphasised the gravity of thesé
problems, in effect arguing for more high-policy regulation of self;help groups (Hitch,
Fielding, & Llewelyn, 1994), the point these authors seem to miss is that self-help groups
do not (or at least should not) claim to be ‘therapeﬁtic interventions’, and thus do not fall
under the categorising lens determining what counts as ‘therapeutic’ and what doesn’t. A
self-help group is a gathering of people, and like any gathering may not always be
pleasant, constructive, or therapeutic, in fact, it may in instances be simply ‘play’ (instead
of ‘work’) but it certainly need not apologise for that. Self-help groups, according to its
proponents, would not have the power to cure a nervous breakdown, but neither would it

have the power to cause it (at least no more than ordinary meaningful interaction could).
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2.2.2, PROFESSIONALLY RUN SUPPORT GROUPS

Several institutions such as cancer associations, oncology units, and hospices offer
professionally run support groups. These type of groups also depend on the concept of
fellow patient support described above, but do differ to self-help groups in various ways
(Hitch, Fielding, & Llewelyn, 1994; Toro et al. 1988). In order to avoid the types of
problems (ineffective or harmful processes) associated with self-help groups, many health
care institutions employ professional group facilitators (e.g. social workers, psychologists,
psychiatrists). Professionally run groups therefore generally have explicit aims, such as
enabling terminal patients come to terms with anxieties and anger. The approach also
tends to be more formal and psychologically directed. Toro et al. (1988) found, for
example, that the facilitator and participants in professionally run groups showed fewer
agreements and self-disclosures, and less small talk and information giving. The
implication is suggested therefore, that the inclusion of a professional destroys the very
core ideology of self-help groups (i.e. democratic participation, self-governance, and
informal ‘grass-roots’ support). Although not quite group therapy, the professionally run
group thus nevertheless falls under the auspices of a psychological or ‘therapeutic’
framework, which determines what is supposed to happen in such a group. (A

professionally run group very certainly is ‘work’, not ‘play’.)

In recent years, a more educationally orientated form of support group has been offered by
various health care organisations. Such programs have tended to focus on specific aspects
of the cancer experience and the coping skills needed to deal effectively with such
problems. Although such educational interventions are rooted primarily in frameworks
which emphasise the important role of adaptive coping strategies (i.e. one can learn how
to cope effectively), additional support for such interventions has come from studies which
suggest that males might find such interventions more appealing (as opposed to

‘emotional’ interventions) (Taylor, Falke, Shoptaw, and Lichtman, 1986).
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3. THE EFFECTIVENESS OF PSYCHOSOCIAL INTERVENTIONS

A fair amount of research has attempted to test the efficacy of various psychosocial
interventions for people with cancer, but like most psychotherapy research, has received
substantial methodological critique. Nevertheless, several recent reviewers (Anderson,
1992; Massie, Holland, & Straker, 1990, Meyer & Mark, 1995; Trijsberg, Van
Knippenberg, & Rijpman, 1992) supported the value of a range of psychosocial
interventions to provide emotional support in people with cancer. ‘Such support, provided
by mental health professionals or trained cancer survivors, in either group or individual
setting, appears to be effective in relieving emotional distress, and improving ‘coping
ability’. Such results are, off course, by no means equivocal. Reele (1994), for example,
found that neither counselling nor a coping skills course had any effect on participants’
vquality of life, and Hitch, Fielding, & Llewelyn (1994) expressed caution in affirming the
supposed benefits of self-help groups.

Although the efficacy of various psychosocial interventions is generally accepted, more
‘socially’ orientated commentators have levelled some powerful criticism at psychosocial
care (to a d'egree perhaps reflecting the general discontent with psychotherapy in academic
circles- [e.g. Dryden & Feltham, 1992]). Before moving on to this critique, however, a
brief review of the psychosocial services available to people with cancer in the Cape Town

region is required.
4. THE SITUATION IN THE CAPE TOWN REGION

Most people with cancer in the Cape Town regién are treated at the Radiotherapy
department in Groote Schuur Hospital. In terms of psychosocial care, people with cancer
can find such services at Groote Schuur Hospital, the Cancer Association of South Africa
'(CANSA) (more specifically the Cancer Care and Resource Centre), St. Lukes Hospice,

and the private sector. A more detailed look at the various types of care follows.
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1. Psychiatric care

Extreme cases of psychological morbidity and other psychopathology (when picked up by
medical staff) are referred on to one consultant psychiatrist attached to Groote Schuur
Hospital. This psychiatrist runs a full-time adolescent centre outside Groote Schuur
Hospital and thus has little time available to see patients. Since there is no routine
screening for psychological morbidity, and since the oncologists have very limited time
available per patient, it is feared that the vast majority of cases are left undiagnosed and
untreated (especially since an ongoing study [Berard, Viljoen, & Boermeester 1994] put
the prevalence of major depression among cancer patients at 10%, and Aucamp [1994]
found that 40-50% of her sample of socio—ecoriomically disadvantagéd patients scored

depressed on various depression rating scales).

2. Social work

One social worker is attached to each oncology unit and two are‘e_mployed by CANSA
head office. Some of the regional CANSA branches also employ social workers. These
social workers help patients obtain disability grants, and offer information and counselling
pertaining to almost any feasible ‘psychosocial issue’ (ranging from breast prosthesis to

emotional issues in the family).

3. Psychotherapy

A number of private psychotherapists specialise in psychotherapy with cancer patients.
None are attached to hospital oncology departments however, and only one is employed
on a contract basis by the South African Cancer Association (CANSA) (Cape Town) in

the Cancer Care and Resource Centre.
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4. Counselling

A number of private social workers and qualified counsellors offer counselling to cancer
patients. Only one social worker is attached to each oncology unit, and two are employed
by CANSA for their head office. One Health Psychology intern (who is a trained
counsellor) has recently been attached to the Department of Oncology on a part-time

basis. The Philani clinic in Guguletu ( a CANSA satellite) offers counselling to patients.

5. Coping skills courses

CANSA (the Cancer Care and Resource Centre) runs an annual "I Can Cope" course
(imported from the United States) at its Mowbray head office. This is an eleven week
course whereby participants attend weekly evening sessions. Each session deals with a
different aspect of the cancer experience. ‘Experts’ are invited to speak on relevant topics
(e.g. chemotherapy, sexuality), after which group discussion takes place. It remains
largely unpopular (personal communication, CANSA), and has recently been substantially
shortened in the hope of making it practically more feasible for people with cancer to

attend.
6. Support groups

At the close of the annual "I can cope” course, participants are invited to continue meeting
as a support group. These support groups are facilitated by a social worker. The Philani

clinic also runs a support group.

Reach-for-Recovery, an international mutual support organisation for breast cancer

patients, runs support groups.

An independent social worker occasionally runs support groups for breast cancer patients

in the oncology ward at Groote Schuuf.
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7. Self-help groups

Reach-for-Recovery, although not essentially a self-help group (since they fall under the
auspices of CANSA), organise ‘veteran” visits to nearly all newly diagnosed breast cancer

patients at Groote Schuur Hospital. Regular meetings and support groups are also held.
8. Informal ‘support groups’ and ‘counselling’

Although not formally identified as ‘support groups’, both St Lukes Hospice and various
CANSA satellites (e.g. Eikenhof Interim Home) have day-care centres where patients are
able to seek medical information, access social work services, and meet other patients.
Such ‘groups’ are informal gatherings where patients socialise with each other (while
knitting for example). Staff members who run these centres are of the opinion that such
informal ‘work’ is exceptionally popular and effective (personal communicafion, Nelson,

1994; personal communication, Tanchel, 1995).

S. CRITIQUE OF PSYCHOSOCIAL INTERVENTIONS FOR PEOPLE WITH
CANCER

As discussed, psychological interventions for cancer patients have been shown to be
relatively effective in enhancing patients' quality of life (Andersen, 1992; Hitch, Fielding,
& Llewelyn, 1994). Nevertheless, they have also come under serious criticism from more
‘socially’ orientated commentators (Chesler, 1991, 1993; Cincotta, 1993; Gartner &
Riesman, 1984; Frank, 1992.) Some of these issues - discussed below - also have

particular relevance to the South African situation.

Most research and effort to provide psychosocial care still proceeds from a
‘pathology’ model rather than a ‘health’ model (Chesler, 1993; Gartner & Riesman,
1984). Most people and their families afflicted by cancer are reasonably healthy in

psychosocial terms; they are generally ‘normal’ people experiencing a major and
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prolonged trauma. Health professionals however (particularly in the United States and
Europe), tend to ‘professionalize’ life crises, and subsequently design specialised
‘treatment plans’ which aim to ‘cure’ the aversive condition. Such an approach, according
to critics, not only leads to poor diagnostic assumptions and assessment failures, but also
often sends a message to patients and family members that is disempowering, frightening,
and may well create the very problems we seek to avoid (Chesler, 1993; see Lazarus,
1983). Supportive care of various kinds, which seeks to prevent pathology, and which is
presented in ways that respect the health and dignity of patient and family, is argued for

by these authors.

Psychosocial care is too often not provided on a holistic and integrated basis
(Chesler, 1993). Cancer as a biopsychosocial "illness" (as against "diseased tissue")
(Kleinman, 1988) does not exist within an encapsulated individual, but exists and is
experienced primarily as a social phenomenon (see Berger, 1990). Psychosocial concerns
tend to be conceptualised and treated, however, without attending to their enmeshment in
a wider system of care-givers, family, and community. There is also a general lack of
treatment co-ordination and follow-up. In a similar line, psychosocial services are
seldom provided over time and designed to work with a patient and family through
the varied stages of medical treatment and psychosocial progress (Chesler, 1993). An
integrated, comprehensive, and well-organised psychosocial care network dealing with all
phases of the illness and treatment, involving patient, family, and even wider community, is

therefore argued for by these authors.

Psychosocial programs may be responsive to patient and family concerns, but they
seldom seek to empower patients and family members (Chesler, 1993, Gartner &
Riesman, 1984). Seldom are patients and families involved as partners in the design and
guidance or management of these programs, and there is often substantial resistance on
the part of medical and psychosocial practitioners to the notion of assertive and

empowered patients and families.
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Not only is most psychosocial research and intervention not sensitive to cultural and
economic class factors, and generally unreflective of the value-systems it implicitly
assumes and thus prescribes (Aaronson et al.,, 1990; Cincotta, 1993), it also is simply
not available to a large proportion of patients and their families. The ideal
psychosocial care network should therefore extend well into disadvantaged communities,

and be culturally sensitive and non-prescriptive.

It could be argued that the available psychosocial care facilities do not address the
most important concerns facing cancer patients in South Africa. There is some
evidence to suggest that the factors associated with high psychological morbidity are not
of a psychological nature, but of a socio-economic nature (Aucamp, 1994; Berard,
~ Viljoen, & Boermeester, 1994.) As a result, services which focus on psychological

concerns are perhaps largely inappropriate for most cancer patients in South Africa.

In South Africa, the psychosocial assessment and treatment of cancer patients has
never been a cost-effective option. Considering current and future health budgets, the
hiring of numerous extra mental health professionals is totally unfeasible. As a result, if a
potential care system is to have any chance of progressing beyond the conceptual stage, it

would need to prove its cost-effectiveness.

Most of the above issues are important in their own right but can also be regarded as
symptoms of a broader issue regarding health care policy. The medical and
psychosocial treatment of cancer patients in South Africa is still rooted in a health
care system dominated by tertiary care. Most psychosocial care is still enmeshed
within a bureaucratic institution of professionals, which finds itself largely incapable of
dealing cost-effectively with the scope and diversity of problems patients in South Africa
experience. Tt can be argued that a health care system based on large central institutions
and tertiary care simply is not suited to dealing with ever increasing numbers of (diverse)
people living with chronic illness, and the psychosocial problems that inevitably

accompany chronic illness (Gartner & Riesman, 1984; Gerhardt, 1990; Strauss, 1990).
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More emphasis on primary care and community networking is therefore recommended by
such authors, as a more efficient and effective way of dealing with current and future
 health care needs.

Psychosocial oncology, as a discipline, has in recent years also come under criticism
for having lost awareness of itself as a moral discourse, in presenting claims about
the nature of and proper response to suffering (Frank, 1992). No attention is paid to
the fact that the experience of suffering is not simply a natural ‘psychological response to
cancer,’ but is an experience partly constructed through everyday and scientific discourses
as to what is the proper or normal response to cancer. Not only is there a serious lack of
self-consciousness present in psychosocial oncology as regards the validity of their
knowledge claims and the role such claims play in shaping people's reactions to cancer, but
also no account is taken of possible marginalizing and disempowering effects on those
people who now become ‘patients’ who use ‘maladaptive coping strategies’ or ‘present
with psychopathological reactions’ and are thus in need of ‘treatment’ (cf Brownell,
1991, Lazarus, 1983).

The distinctive power of the above critique lies not in their empirical weight but in their
conceptual critique. Hardly any attempt is made by the above authors to check empirically
whether psychosocial interventions ‘work’ or not. On the contrary, the main points of
argument question the validity of the conceptual framework on which most of the system
is based (i.e. the very criteria determining the meaning of an intervention which ;works’).
Far from being sciéntific, neutral, or objective, the psychosocial framework, according to
these authors, is decidedly individualistic in approach, and as a result is forced to
conceptualise the problem, and the prescription of how to correct it, in a very specific
manner. The problem in this regard, is a problem ‘inside the patient’s head’; it is a
psychological problem which can be made sense of using theoretical frameworks which
describe the mechanics of the universal psyche. As a result, a psychological intervention is
prescribed which targets these mechanics inside the psyche. From a social perspective, the
result is a system which is insensitive to the broader social dynamics constructing the
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‘nature’ of the problem. Although certainly powerful, the above criticisms do miss a
crucial point; the person with cancer’s attitudes and reactions toward the whole
psychosocial system (and assoéiatedvdebates). If the cancer experience is sociohistorically
contextualised (i.e. if very few universal statements can be made about it) then surely the
best place to start over would be with the views and wishes of the people with cancer
themselves. Do the intended recipients of psychosocial care take issue with the current

state of affairs, and if they do, why?
6. THE UTILISATION OF PSYCHOSOCIAL SERVICES

Studies in the United States and Europe have noted that many psychosocial care services
have very limited appeal to cancer patients (De Bocanegra, 1992; Taylor, Falke, Shoptaw,
& Lichtman, 1986; Tishelman & Sachs, 1992; Worden & Weisman, 1984), and those that
do use them have specifically identified demographic and psychosocial characteristics.
Knight, Wollert, Levy, Frame, & Padgett (1980), and Taylor; Falke, Shoptaw, &
Lichtman (1986) found that people with cancer who join support groups tended to be
younger, white, middle-class females who, compared to non-attendees, used more social
support resources of all kinds (see Levy & Derby [1992] for a perspective on bereavement
support groups). Bauman, Gervey, & Siegel (1992), similarly, found that support group
attendees tended to be college educated, younger, unmarried ‘joiners’ of other voluntary
organisations, and help seekers who had consulted mental health professionals before.
Slevin et al. (1988), evaluating the British telephone cancer information service (BACUP),
found that males of lower socio-economic class hardly used the service. It should be
emphasised at this point however, that the above noted demographic categories refer only

to crude generalisations - resistance is high across the board.

In South Africa, clinicians have similarly noted the rather severe lack of interest in the ‘I
Can Cope’ course and related support groups offered by CANSA’s Care and Resource
‘Centre (personal communication, CANSA, 1994). Utilisation of CANSA’s Cancer Care

and Resource Centre (which hosts the ‘I can cope’ course, counselling, stress
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management, support groups) has, in fact, been so low that the centre is coming under
pressure to justify its cost-effectiveness (personal communication, CANSA, 1995). A
social worker at Groote Schuur Radiotherapy department has also repeatedly emphasised
the difficulty she is encountering in persuading psychologically distressed patients to seek
out formal psychological help. Such resistance among males, and people of lower socio-
economic class is not even limited to psychosocial issues. In the United States, for
example, Kerner (1994) observed that, people of lower socio-economic class were even
exceptionally resistant to seeking medical help (resulting at least partly in the high
prevalence of advanced disease among these populations). In South Africa, clinicians
have observed similar trends (Albrechts, 1994).

Various explanations for the above trends have been proposed. For one, it has been noted
that the above results reflect the more general finding that traditional mental health
-services appeal only to a specific segment of society, namely: white middle-class females
(Gurin, Veroff, & Feld, 1979; Taylor, Falke, Shoptaw, & Lichtman, 1986). In other
words, it appears that a large ségment of society is already predisposed to avoiding
psychosocial services aimed at cancer patients (i.e. it could have little to do with the fact
that the services are aimed at cancer patients). The question nevertheless remains as to-

why such people do not use psychosocial services.

One could argue that non-users experience fewer psychosocial problems than users of
psychosocial services (Hitch, Fielding, & Llewelyn, 1994). Berard, Viljoen, Boermeester,
& Johnson (1995), in an on-going study with cancer patients at Groote Schuur Hospital,
have, however, provisionally found no significant difference in the prevalence of
depressive symptomatology between male and female cancer patients, but did find that the
prevalence was significantly higher among patients of lower socio-economic class (the
very group who supposedly do not use psychosocial services). It is not a foregone
conclusion, therefore, that non-users experience fewer psychosocial problems, although

this would need to be investigated more directly.
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It has also been proposed that non-users feel psychosocial services do not address their
needs. Such people could feel that they receive sufficient support from family and friends
(de Bocanegra, 1992; Knight, Wollert, Levy, Frame, & Padgett, 1980; Taylor, Falke,
Shoptaw, & Lichtman, 1986), and thus do not need ‘extra’ support. Pistrang & Barker
(1992) found that a sample of breast cancer patients tended to identify informal helpers
(partners, close relatives and friends) rather than formal helpers, as the most important
person to whom they confided. Taylor, Falke, Shoptaw, & Lichtman (1986) have al§o
noted that people with cancer identify their close family and friends as the most important
sources of support. Significantly, the medical caregivers are also frequently identified as
equally important sources of support (Dunkel-Schetter, 1984; Taylor, Falke, Shoptaw, &
Lichtman,1986). Barraclough (1994) argued that such positive appraisals of the medical
care giver are due to a type of ‘transference’ effect whereby the patient projects
everything ‘good’ onto the doctor. Tishelman & Sachs (1994), similarly, but more
cynically so, argued that the patient needs to ‘construct’ an almost mythologically perfect
doctor in order to maintain some semblance of order in a life descending into disorder. In
a general sense therefore, it appears that people with cancer tend to look for emotional
support from their family, close friends, and sometimes their doctor. To a degree, this
explains why interest in other forms of social support is low. The question can
nevertheless still be asked as to why people prefer support from those three sources,
avoiding more formalised sources? Furthermore, what if the person with cancer is unable
to satisfy his or her social support needs through family, friends, or doctor? Questioning
whether users of support groups might have unsatisfied social support needs, Taylor,
Falke, Shoptaw, & Lichtman (1986) came to the striking conclusion that users of support
groups were more likely to have satisfactory communication with family and friends, than
non-users. The relationship between use of psychosocial services and social support needs

is therefore certainly not clear.
- The above findings do point toward the suggestion that people could be seeking out

different people for different types of support. Rose (1990), in this regard, found that
cancer patients preferred the support from family and friends for dealing with affective
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(emotional) reactions to stressful events. Health professionals, however, were preferred
for ‘open communication’ and ‘clarification’. Intimate matters, in other words, are the
domain of close family and friends, and information is the domain of experts. Taylor,
Buunk, & Aspinwall (1990), similarly, showed how cancer patients appear to seek out
different people for information needs (experts), emotional needs (family, close friends),
and self-appraisal needs (fellow patients). It is in this regard that Falke & Taylor (1983),
Jacobs, Ross, Walker & Stockdale (1983), and Taylor, Falke, Shoptaw, & Lichtman
(1986) suggested that a different type of service, one more orientated towards education,
information, and family participation could appeal more to traditional non-users of
psychosocial services (CANSA’s ‘I Can Cope’ course is an example of such an approach -

an unsuccessful one).

The above discussion does not, unfortunately, explain why it is that some people prefer
not to deal with ‘experts’ regarding emotional matters, and why those people tend to be
males and people of lower socio-economic class (most distressed middle class females also
appear to avoid psychosocial care). In this regard it has frequently been suggested that
non-users have more difficulties acknowledging that they might have psychosocial
problems, and thus resist seeking help (Taylor, Falke, Shoptaw, & Lichtman, 1986).
Such resistance has been conceptualised in various ways, ranging from ‘denial’ by more
psychodynamically orientated commentators (Barraclough, 1992) to less technical
descriptions such as ‘male macho’ attitudes. Either way, however, the implicit assumption
is that somehow such people are not ‘in touch’ with their emotions. The emotional state,
in other words, is a given - it is conceptualised as ‘psychological distress’, ‘depression’, or
‘mental illness’ - but the actual victim is not aware of his or her ‘distressed’ emotional
state. He or she has ‘covered it up’, ‘masked’ it, or ‘repressed’ it. Omne can ask the
question again, however, why so many people find the need to ‘mask’ their distress so
powerful. Mastrovito, Moynihan, & Parsonnet (1989), quoting a patients’ own account,
suggest that the very intensity of the distress may preclude the sufferer from seeking help.
“The fear is so engulfing it precludes the ability to call for help” (p.502). Again one can
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ask, however, why there exists this fear toward psychosocial help (a drowning person,

though frightened, will surely not hesitate to cry for help?).

It has also been suggested that non-users of psychosocial care are practically not able to
utilise psychosocial services due to time, cost, and transport constraints. Although in the
United States, Bauman, Gervey, & Siegel (1992) found that geographic distance from the
service did not distinguish users of support groups from non-users, it remains to be seen

whether such practical difficulties are not relevant in the South African context.

As discussed earlier, Chesler (1991, 1993) has made the further suggestion that most
forms of psychosocial care are based on a pathology model and are over-professionalised.
Such services, he argues, are potentially intimidating, disempowering, and stigmatised.
Some tentative support for the relevance of this argument to the Cape Town situation is
available. Although staff at the Cancer Care and Resource Centre are frustrated by the
poor utilisation of their professional services (counselling, ‘I can Cope’ course, support
groups, etc.), staff members at St Lukes and some of the CANSA day-care centres are
highly enthusiastic regarding the apparent popularity and success of informal ‘support
groups’ (where people eat, knit, chat, and inadvertedly ‘support’) (Nelson, 1994; Tanchel,
1995).

The above discussion provided more questions than answers, and illustrated the
complexity of the situation. Commentators have attempted to link the use of psychosocial
support to social support needs, practical factors, degree of psychosocial distress, and
defense mechanisms. In nearly all cases, however, the result is a chaotic web of
contrasting, and sometimes somewhat absurd finding. What can be said, however, is that
there appears to be a widespread resistance toward psychosocial care among the intended
recipients. More tentatively, it can also be stated that such resistance is more pronounced
~among males and people of lower socio-economic class, and that people prefer the

support of friends, family, and doctor (as opposed to mental health professionals).
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7. CONCLUSION

A concise description of the cancer experience, as mirrored by psychosocial studies, has
been provided. It has been made clear that people with cancer do experience an array of
psychosocial problems, and that in many cases various forms of psychosocial care are
indicated in order to improve quality of life. The various types of psychosocial care and
the way they propose to deal with psychosocial problems have also been described, as
have their effectiveness. At that level it is difficult to diagnose anything fundamentally
problematic; there are some problems and several proven interventions are available to

counter such problems.

A large proportion of the intended recipients, however, appear to resist such well-
intentioned, and what may seem straightforward, attempts at ‘caring’. Besides the
frustration it causes among mental health professionals, it is argued that such problems put
into question the very legitimacy of psychosocial oncology. Can the discipline claim to
understand what is going on if it cannot eveh convince the ‘victims’ themselves to use
what are clearly useful services? Furthermore, why waste precious resources on unwanted

services, in particular if such funds could be used to combat the root problem- i.e. cancer?

The situation in South Africa has, however, not been systematically examined. Although
one need only talk to mental professionals at Groote Schuur Hospital and CANSA to
suspect that the situation is no different to that in the United States and Europe (if not
worse), some research is required to justify further academic discussion. As a result a
brief and straightforward survey has been conducted to assess the interest in psychosocial

services among people with cancer.
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CHAPTER 3

~RESISTANCE TOWARD PSYCHOSOCIAL INTERVENTIONS: A SURVEY

1. INTRODUCTION

As discussed earlier, little is known about the utilisation of, and interest in psychosocial
" interventions, among people with cancer in the Cape Town region. Based on discussions
with staff at Groote Schuur Hospital and the Cancer Association (personal
communications, CANSA, 1994; Van Schalkwyk, 1995), it is evident that the utilisation
of psychosocial services is exceptionally low. Very few people with cancer attend the ‘I
can cope’ course and just as few attend support groups. Ultilisation of the CANSA’s
Cancer Care and Resource Centre (which hosts the ‘I can cope’ course, counselling, stress
management, support groups) has, in fact, been so low that it is coming under increasing
pressure to justify its cost-effectiveness. The social worker at the breast clinic, similarly,
has found that psychologically distressed people with cancer frequently reject offers for

professional help.

By examining the literature (see chapter 2), various possible explanations for these
apparent trends can be proposed. For one, it is possible that people with cancer would
actually like to utilise psychosocial services but cannot do so for various practical reasons
(e.g. transport, time constraints, cost, etc.). Secondly, the majority of people with cancer
could regard their family, friends, and doctor as the most important sources of social
support, and thus feel they are not in need of additional emotional support. Thirdly, it
could be that people with cancer in the Cape do not experience the types of psychological
distress prevalent in Europe and the United States, with the result that such people feel no
psychosocial intervention is required. The latter two points allude to the overriding

possibility that different people. seek out different types of help and support, from a
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variety of different sources. Lastly, it could be that people with cancer in the Cape Town
region only reject certain types of intervention. Chesler (1991, 1993) has suggested, for
example, that most psychosocial care is over-professionalised and is thus disempowering,
intimidating, and stigmatised. It is possible therefore, that only the more professionalised
forms of intervention (e.g. psychiatry, psychblogy) are rejected, and that more interest

could exist in fellow patient support orientated services.

In order to examine some of these issues a short questionnaire survey was performed.
Logistically, a full-scale survey of a representative sample of people with cancer was out
of reach. Instead, a short questionnaire was added to an assessment battery which formed
part of a separate study (Berard, Viljoen, Boermeester, & Johnson, 1995). In this way a
convenience sample of 84 people with cancer completed the survey questionnaire. In light
of the previous discussion, the aim of the survey was to throw light on the following

questions:
2. AIMS

1. What percentage of respondents have utilised psychosocial interventions, and if so
what type of interventions did they utilise?

2. What percentage of respondents express an interest in various interventions?

The above aims are the crux of this survey since this thesis is concerned primarily with

supposed resistance toward psychosocial services. This supposed resistance needs to be

assessed empirically. Furthermore, it needs to be determined whether people with cancer

do not use the services because they cannot do so practically, or because they do not want

to utilise them.

3. Are there any demographic differences between people who express a desire to utilise
services, and those who do not express such a desire?

In the previous discussions in chapter 2, it was highlighted that users of psychosocial care

tended to be predominantly white, middle class females (Gurin, Veroff, & Feld, 1979,
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Taylor, Falke, Shoptaw, & Lichtman, 1986). Due to the nature of our convenience
sample, it was impossible to fully investigate the demographic characteristics of
psychosocial care users as opposed to non-users. Within these sampling constraints,
however, it was still possible to examine the role of ‘race’, earning status, age, and various

illness factors.

4. Do non-users and respondents showing no interest in interventions experience less
distress, and to what extent do distressed respondents use and show an interest in
interventions?

The very foundation of psychosocial oncology and any system of psychosocial care rests

on the tested assumption that a proportion of people with cancer experience various forms

of psychosocial problems, and that such people in particular need various forms of
intervention. A question to be posed therefore, is to what extent those people with cancer
who present with ‘psychological morbidity’, seek out or show an interest in psychosocial

care.

5. Who do respondents identify as their main sources of social support?

6. Do non-users and respondents showing no interest in interventions report higher
levels of received social support from family, friends, and doctor, compared to users
and people showing an interest in interventions?

In chapter 2 it was suggested that people do not use, or do not show an interest in

psychosocial care since they seek out family, friends, and to some extent their doctor, for

emotional support (de Bocanegra, 1992; Knight, Wollert, Levy, Frame, & Padgett, 1980;

Rose, 1990; Taylor, Falke, Shoptaw, & Lichtman, 1986). Is this the case here in Cape

Town, and what about people who are of the opinion that they do not receive sufficient

emotional support from family, friends, and doctor? Would such people be more likely to

seek out the services of mental health professionals or other related services?
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7. Are some types of psychosocial care preferred ovér others by respondents? What are
respondents’ attitudes toward fellow patient support?
It has been suggested that people seek out different types of services or sources of support
for different functions. It is possible, for example, that more educationally orientated
services could appeal more to people who seek out emotional support from family and
friends (Falke & Taylor, 1983; Jacobs, Ross, Walker & Stockdale, 1983; and Taylor,
Falke, Shoptaw, & Lichtman, 1986). Several commentators (Chesler, 1991, 1993;
Cincotta, 1993; Gartner & Riesman, 1984) have also suggested that people with cancer
might show more interest in fellow patient support (as opposed to counselling or
psychotherapy) since it is less professionalised and more credible (‘all in the same boat’).

This thesis will be tentatively explored.

8. What are some of the reasons people give for not using interventions?

So far various decidedly rational and theoretical explanations have been explored. A
picture has been presented, in other words, of a person with cancer who evaluates his or
her needs in a rational manner (at least rational in psychological understandings), and thus
comes to the logical conclusion that he or she does not require psychosocial intervention.
It is probably wise, however, to ask people with cancer themselves why they do, or do not
use psychosocial services. It could be that their notion of rational decision making is

decidedly different.
3. THE QUESTIONNAIRE

A questionnaire was developed based on the above stated research aims. By participating
in a separate study, this researcher has had the opportunity to engage in informal
discussion with a wide variety of people with cancer attending the Groote Schuur out-
patient clinic (Berard, Viljoen, Boermeester, & Johnson, 1995). Such discussions
informed the exact wording of the questionnaire. A full version of the questionnaire can
be found in the appendix. What follows is a run down of the various questions, what they

were supposed to be asking, and how they were developed.
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In the first place, respondents were asked whether they had ever used, or would ever have
liked to use (including at time of interview) the following types of psychosocial

intervention:

¢ Consultation with a psychiatrist.

¢ Individual counselling or psychotherapy with a counsellor or psychologist.

o Consqltation with the department social worker.

e A coping skills course.

e A support group led by professionals (social worker, counsellor, psychologist).

e A support group led by patients or ex-patients.

¢ An informal or social gathering for patients, ex-patients, and their family members.

o A visit at diagnosis by an ex-cancer patient or long-term survivor.

The above types of services were selected since they cover the various types of services,
from the most formalised (psychi'atry) to the least formalised (veteran visits, informal
gatherings), and they are, to varying extents, available in the Cape Town region. Most of
the earlier mentioned studies which looked at utilisation and attitudes toward psychosocial
care have tended to focﬁs on one type of care, support groups being the most popular one.
Including a range of services might be interesting because some comparisons in the extent

of utilisation and interest can be made.

Psychological distress was assessed using the Hospital Anxiety and Depression Scale
(HADS - Zigmund & Snaith, 1988) and the Beck’s Depression-Inventory (BDI - Beck,
1967). The HADS is a self-report scale, consisting of two sub-scales, one measuring
anxiety and the other depression. Each sub-scale consists of 7 items, with each item
allowing a score of 0-3 On each sub-scale a score of 0-21 is thus possible, with 8 and
over indicating mild to moderate morbidity. The BDI is also a self-report scale, consisting
of 21 items, with the total scale allowing scores ranging from- 0-63. A score of 12 and
over indicates mild depression. Depression and anxiety are the most commonly occurring

forms of psychological morbidity among cancer patients (Holland, 1992), and even in
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Psychological distress was assessed using the Hospital Anxiety and Depression Scale
(HADS - Zigmund & Snaith, 1988) and the Beck’s Depression Inventory (BDI - Beck,
1967). The HADS is a self-report scale, consisting of two sub-scales, one measuring
anxiety and the other depression. Each sub-scale consists of 14 items, with each item
allowing a score of 0-3. On each sub-scale a score of 0-21 is thus possible, with 8 and
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cases where the primary problem may be something non-psychological (e.g. financial
stress), depression or anxiety will often be the manifesting (or presenting) problem. In a
sense, the measurement of depression and anxiety could be compared to the measurement
of a patient’s temperature. The BDI and HADS, in this regard, are commonly used
assessment instruments with cancer patients (e.g. Berard, Viljoen, Boermeester, &
Johnson, 1995; Greer, 1994, Kissane, Bloch, Bumns, McKenzie, & Posterino, 1994,
Massie & Holland, 1990), and are thus assumed to be reasonable indicators of need for
psychosocial intervention. It must be emphasised that nothing is stated here about the
legitimacy or quantifiable validity of concepts such as depression and anxiety. As will be
argued for in the next chapter, the stance taken here is that more self-consciousness
regarding the validity and appropriateness of such measuring instruments is in order. The
reason for including them here, however, is that these instruments are commonly used in
mainstream psychosocial oncology research, and are thus deemed reasonable indicators of

a ‘theoretical’ need for some form of intervention.

A three point rating scale (not at all : somewhat : very much so) was used to assess the
extent of interest in psychosocial interventions, the levels of social support received from
family, friends, and doctor, and the attitudes toward fellow patient support. The social
support literature is currently in a state of confusion, pertaining primarily to debates on the
definition of social support (conceptualisation), and on how it should be measured
(operationalisation) (Rose, 1990). Since our aim was furthermore to assess respondents’
own perceptions regarding their social support needs, no attempt was made to participate
in the search for the definitive construct of ‘social support’. As a result, this variable was
operationalised as straightforwardly as possible, utilising respondents’ own terminology.
In initial interviews, respondents frequently distinguished between ‘support’ and ‘help’ on
the one hand, and ‘understanding’ on the other. Respondents were asked, in this regard,
whether their family (and friends, doctor) had been helpful in dealing with their problems,
and whether they had understood their problems. With regard to fellow patients,
respondents were asked whether they felt fellow patients could possibly understand their
problems, help them in dealing with their problems, and whether they themselves could
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help or support other patients. Open-ended questions dealt with pbssible reasons
inhibiting the use of psychosocial care, main sources of support, and reasons why or why

not fellow patient support may be useful.
4. PROCEDURE

Individual patients were randomly selected from the appointment book at the out-patient
breast clinic at Groote Schuur Radiotherapy department, and consequently approached by
the researcher in the waiting room. Potential respondents were explained that a study was
being conducted in the department which involved completing a brief questionnaire, and
were asked if they would care to participate. If consent was received the patient was led
to a private room where the fuller purpose and procedure of the study was explained.
Three potential respondents preferred not to participate in the study. Approximately half
the sample of respondents completed the questionnaire in this way in the researcher’s
company. This allowed the respondent to query unclear or confusing issues. No
significant problems were encountered in the administration of the questionnaire, and as a
result the latter half of the sample completed the questionnaire on their own, either in the

hospital waiting room or at home.

The results were analysed using descriptive statistical analysis. More sophisticated

statistical analysis was inappropriate due to the sampling shortcomings (see below).

5. THE SAMPLE

The final sample consisted of 84 cancer patients attending the oncology out-patient clinic
at Groote Schuur Hospital. Demographic characteristics of the sample are shown in Table
1. A serious shortcoming of this survey is the lack of a representative sample. Note in
this regard how 87% of the sample consists of breast cancer patients. No broad

generalisations can consequently be drawn from the results, particularly accross cancer

type.
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Table 1: Survey sample characteristics

Characteristics No %
Age*

<40 10 11.9

40-59 51 70.2

>59 23 27.4
Sex

Male 5 6.0

Female 79 94.0
Marital status

Married 59 70.2

Single 10 11.9

Divorced 6 7.1

Widowed 9 10.7
‘Race’

Coloured 45 53.6

Black 0 0.0

White 39 46.4
Earning status

1 42 50.0

2 42 50.0
CaType

Breast 73 86.9

Head & Neck 1 1.2

Lymphoma 8 9.5

Other 2 24
CaStage

1 19 C226

2 35 41.7

3 14 16.7

4 16 19.0
Treatment stage

Radical 11 13.1

Palliative 27 32.1

Remission 46 548

Total 84 100

*(Mean Age=54.15 SD=11.71)



It is important to note that no Xhosa speaking people with cancer were interviewed. Very
few such patients were encountered in the waiting rooms at Groote Schuur Hospital
Oncology department, primarily because most Apartheid designated ‘black’ residential
areas fall under the jurisdiction of Tygerberg Hospital. It has furthermore been noted that
a large proportion of ‘black’ people with cancer do not seek out, or do not have access to
tertiary medical care (Aucamp, 1995; Berard, 1994; Gqiba, 1994). This is a health care
problem of enormous scale in South Africa, and certainly dwarfs (or makes irrelevant) the
issue addressed in this thesis. If black patients are not even receiving medical treatment
for their illness (for a variety of reasons - see Aucamp, 1995) then of what relevance could
counselling or support services possibly be? Psychosocial perspectives could usefully be
applied, however, in understanding why such populations are not being screened and
treated effectively. The reader is referred to Kerner (1991, 1994) for a perspective from
Harlem, New York. Such action research needs to be of an enormous scale, however, and

is certainly beyond the scope of this thesis.

‘Earning status’ was based on the hospital payment scale, whereby the code ‘1’ represents
a monthly income of R0-1166 for single people with no dependants and R0-2166 for

married people with dependants. Code ‘2’ represents any income higher than that.

‘Cancer stage’ is a disease classification system indicating spread of disease. Simply put,
stage 1 indicates a small localised tumour (T1 NO MO - breast cancer), stage 2 a larger
tumour with some localised spread (e.g. T2 N2 MO - breast cancer); stage 3 a large
tumour with significant but still localised spread (e.g. T3 N3 MO - breast cancer), and
stage 4 represents any tumour with metastasis (e.g. any T any N M1 - breast cancer).
Stage 1 or 2 cancers are generally treated with curative intent (‘Radical’), while stage 3
and in particular stage 4 cancers are generally treated with intent to prolong life and
maintain quality of life (‘Palliative’). Successfully treated cancers are termed to be in

‘Remission.’
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6. RESULTS

6.1. DEPRESSIVE AND ANXIOUS SYMPTOMATOLOGY

Mean depression scores for the total mple were 3.48 for the HADS and 7.51 for the
BDI (see Table 2). Both these means =zre some way below the minimum depression cut-
off points of the scales. A score of 8 or more on either of the HADS sub-scales is
indicative of mild to moderate psychc zical morbidity (depression or anxiety) (Zigmund
& Snaith, 1988) and a score of 12 or more on the BDI suggests the presence of mild
depression (Beck, 1967). At 6.60 the 1ean of the HADS anxiety scores was higher than
the mean for HADS depression scores, suggesting that anxiety is a more prevalent

problem than depression.

Table 2: Means and standard devia ns of depression and anxiety scores.

X s
HADS
Depression 348 322
Anxiety 6.60 451
BDI 7.51 7.58

As shown in Table 3, no more than approximately 20% of the sample scored depressed on
either the BDI or HADS:Depression ¢ »-scale. It is probable that the higher incidence of
depressive symptomatology as elicited by the BDI (20.2%), compared to the HADS
(10.7%), is due to the large number of neurovegetative items in the BDI. The HADS was
specifically designed to avoid such items (due to overlap of chronic illness
symptomatology with depression sym; >matology). At approximately 35% the incidence
of significant anxious symptomatology was higher, however, and affirms the higher mean

of anxiety scores (compared to the dej :ssion scores).
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6.2. PERCEIVED SOCIAL SUP )RT, AND ATTITUDES TOWARDS
FELLOW PATIENT SUPPORT

Respondents reported high levels of satisfaction with the understanding and support
received from family, friends, and the  doctor (see Table 4). On asked whether one’s
family, friends, and doctor understood ne’s situation and problems, and were helpful and
supportive in dealing with the situation, the vast majority of respondents affirmed the ‘very
much so’ item. With approximately 8 4% affirming the ‘very much so’ item, one’s doctor
was rated highest in terms of support and understanding. One’s family was rated
somewhat lower with only 68% of the mple affirming the ‘very much so’ item pertaining
to perceived support. Respondents’ friends were rated lowest with 60% affirming the

‘very much so’ item pertaining to perc ‘ed support.

On asked who their main sources of support and understanding were since being
diagnosed with cancer, close to 80% of the sample identified their family and friends.
Religion and the doctor were also fre« 2ntly mentioned by respondents as a main source

of support. In contrast, less than 5% of the sample mentioned CANSA in this regard.

Table 4: Perceived satisfaction with support from family, friends, and doctor.

‘Not at all’ ‘Somewhat’ ‘Very much so’
n % n % n %
Understanding
Family 3 36 17 202 64 76.2
Friends 6 7.1 21 25.0 57 679
Doctor 0 0.0 14 16.7 70 833
Support
Family 4 48 23 274 57 67.9
Friends 10 11.9 24 28.6 50 595
Doctor 0 0.0 15 17.9 68 81.0




Although a host of factors may have influenced these results (e.g. loyalty towards family,
dependency on doctor), they do point >wards the conclusion that most patients perceive
themselves to be supported by their close family, friends, and doctor. Nothing has been
asserted here about ‘actual’ levels of cial support (as an objective concept); only about

perceived social support.

On asked whether they felt fellow pa :nts could possibly understand the problems they
were (or are) experiencing, and whether fellow patients could possibly help and support
them in dealing with such problems, 1 st respondents indicated that such understanding
and support is highly feasible. Note in Table 5 how the majority of respondents affirmed
the ‘very much so’ item regarding both the potential of being understood by fellow
patients (the row marked ‘understand’), and the potential of being supported by fellow
patients (the row marked ‘support’). It is interesting to note that over 70% of
respondents felt they could support o r people with cancer whereas only 60% felt they
themselves could gave been (or still ould be) supported by fellow patients (the row

marked ‘other’).

Table S: Attitudes toward fellow pa nt support.

Not at all Somewhat Very much so
n % n % n %
Fellow patients
Understand 2 24 19 226 63 75.0
Support 8 9.5 25 298 51 60.7
Support Other 2 24 22 262 60 714
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6.5. A COMPARISON OF RESPONDENTS WHO EXPRESSED AN
INTEREST IN PSYCHOSOCIAL SERVICES AND RESPONDENTS WHO
EXPRESSED NO INTERE! IN PSYCHOSOCIAL SERVICES.

The results shown above suggest that utilisation of a particular psychosocial service does
not necessarily imply that this person wanted to utilise that service. With regard to social

for Jle, a substantial proportion of the sample reported having had contact
with such a professional, but a substantially smaller proportion of the sample expressed
any interest in ever consulting a soc  worker. Berard (1995) has suggested, in this
regard, that distressed people with cancer are referred to the social worker by an
authontative figure (e.g. the doctor). Although a medically orientated system of care
based on such referral paths could very well ‘work’ in first world countries, this author is
of the opinion that such authoritarian systems of care are both archaic and inappropriate

for dealing with psychosocial issues in  juth Africa (where primary care is limited).

Psychosocial issues are not necessarily 1edical issues, and even if they were, a traditional
medical system is not necessarily capat : of servicing all sectors of the population equally.
Kerner (1992, 1994) has repeatedly a1 1ed and empincally shown, how traditional health
care approaches alienate socio-econo cally disadvantaged populations. As such, this
thesis 1s concerned with the notion of a consumer-friendly system of psychosocial care; a
system of care which is capable of attr :ing as broadly as possible, the people who might
require and benefit from its :rvi ¢ aresult the subsequent analyses of the resul  will
focus primarily on expressed interest 1 psychosocial services, as opposed to reported
utilisation of psychosocial services. It is acknowledged that expressed interest does not
necessarily translate into utilisation, it it is considered an essential ingredient to a

consumer-friendly system of care.
In subsequent sections analysed results pertaining to each type of psychosocial care are

presented. For each type of psychosocial service the sample was split into those

respondents affirming the ‘not at all interested’ item and those affirming either the
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‘somewhat interested’ or ‘very much so interested’ items. In other words, the sample was
split into respondents expressing no interest in the service whatsoever, and respondents
showing at least some interest, whetl - moderate or strong. The characteristics of each
sub-sample were then compared using vo-sample t-tests for ordinal data (age, HADS and
BDI scores, satisfaction with suppo from family, friends, and doctor, and attitudes
toward fellow patient support) and ¢ -square tests for categorical data (‘race’, marital
statt  earning status, cancer stage, and treatment stage) (Howell, 1992). The means
pertaining to fellow patient support were calculated by averaging respondents’ ratings on
a 3-point scale (1=not at all, 2=somev at, 3=very much), expressing their attitude toward
fellow patients being capable of ‘wnderstanding’ them, ‘supporting’ them, and whether
they would be capable of supporting ‘other’ patients. The social support means were
calculated in the same manner except - 1t the scores on the ‘understanding’ and ‘support’

items were added together, giving scores out of 6.

Full versions of the tables are presented in section 6.5.1. For the sake of clarity and
brevity, however, in ensuing sectior only statistically significant data are presented.

Complete versions of the tables can be >und in Appendix B.

6.5.1. PSYCHIATRY

As shown in Table 8, on the variables ‘race’, marital status, earning status, cancer stage
d t ment ¢ 3e, no statistically significant differen v found | wi |
respondents who expressed an intere in psychiatry and those who expressed no such

interest.
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Table 10: Chi-square values for resj ndents expressing no interest versus some
interest in psychotherapy and coun: ling, on “race”, marital status, earning status,
and time since diagnosis.

Variables No Some chi sq. af significant
intere interest  value
O(E) O(E)
N 69 15
% of total sample 82.14% 17.86%
Eamning status
1 393450 3(1.5) 657 1 S*
2 30 (34.5) 12(7.5)
* critical value at p<0.05= 3.84

Note in Table 11 that respondents expressing some interest in psychotherapy and
counselling were significantly younger and scored significantly higher on the anxiety sub-
scale of the HADS. With regard to fi ow patient support, respondents expressing some
interest in psychotherapy and counselling were more inclined to believe that fellow
patients could understand their problems and situation than respondents expressing no
interest in psychotherapy and couns ing. Although no other statistically significant
differences were found, it was evident that respondents expressing some interest in
psychotherapy and counselling were generally less satisfied with the support and
understanding received from their doctor compared to respondents expressing no such
interest. A few more ‘white’ respondents than expected expressed an interest in
psychotherapy and counselling, and conversely, a few less ‘coloured’ respondents than

expected expressed no interest in psychotherapy and counselling.
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6.5.4. COPING SKILLS COURSE

As shown in Table 14, respondents expressing some interest in attending a coping skills
course were significantly younger, s red significantly higher on the HADS: Anxiety sub-
scale, and were less satisfied with the support and understanding received from their
family. No other statistically significant differences were found. In Table 15, however,
note how a somewhat higher proportion than expected of respondents receiving radical
treatment expressed an interest in a coping skills course. Conversely, a lower proportion
than expected of respondents on p iative treatment expressed an interest in a coping

skills course.

Table 14: Means and two-sample t-test p values for respondents expressing no
interest versus some interest in a coping skills course, on age, psychological distress,
social support, and attitudes towa: fellow patient support.

Variables Ne Some t value df P
inte 1t interest

N 65 19

% of total sample 77.38%  22.62%
Demographics

Age 55.98 17.89 2.957 33 0.006 S
Psychological distress

HADS: Anx 5.80 8.95 3.086 34 0.004 S
Support

Family 5.52 4.79 2.178 22 0.040 S
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Table 19: Chi-square p values for respondents expressing no interest versus some
interest in a patient visit, on “race”, arital status, earning status, and time since

diagnosis.
Variables No Some chi sq. df Significant
intere interest  value
N 28 56
% 33.3% 66.7%
Earning status
1 20 (14) 22 (28) 7.714 1 S*
2 8 (14) 34 (28)
Cancer stage
1 4 (6. 15(12.7) 12.085 3 S**
2 8117y 27(23.3)
3 54. 9(9.5)
4 11 (5. 5(10.7)
Treatment stage
Radical 4(3.7) 7(7.3)  9.969 2 SHax
Palliative 15(9) 12 (18)
Remission 9(153) 37(30.7)
* critical value at p<0.05= s34

nE critical value at p<0.05= 7.82
bk critical value at p<0.05=5.99

As shown in Table 20, respondents expressing some interest in a veteran patient visit
scored significantly higher on the HADS: anxiety sub-scale, and were more inclined to
believe that fellow patients could understand their problems and situation, and could
potentially have helped and supported them in deali~~ with their problems, than

respondents expressing no interest.

found.

No other statistically significant differences were
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As shown in Figure 2, the reported utilisation and interest in psychiatry in the distressed
scoring group was only marginally higher than that of the total sample. Less than 20% of
the distressed scoring respondents reported having any contact with a psychiatrist, and
none of these respondents expressed a strong interest in seeking out such contact. A
slightly higher proportion of distressed scoring respondents expressed ‘somewhat’ interest

in consulting a psychiatrist.

6.6.2. PSYCHOTHERAPY AND ( 'UNSELLING

The results pertaining to psychotherapy and counselling are almost identical to those
regarding psychiatry. The reported utilisation was only marginally higher at 15-20% of
the distressed scoring sample, and no more than 2% expressed a strong interest in seeking
out such services. Again, a slightly | ;her proportion of distressed scoring respondents

expressed ‘somewhat’ interest in consi ing a psychotherapist or counsellor.

very much so

somew hat —_—
W Distressed
tat al M Total ‘
; %used
|

0% 20% 40% 60% 80%  100%
l

Figure 3: Use of, and interest in counselling or psychotherapy among depressed and
anxious scoring patients.

6.6.3. SOCIAL WORK
Close to 50% of the depressed and anxious scoring sample reported having had contact

with the department social worker, which is approximately 10% higher than the total

sample utilisation proportion (see figure 4). As discussed earlier, this high utilisation is
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Figure 10: Level of interest in various psychosocial services among psychologically

distressed scoring respondents.

6.7. COMPARING RESPONDE IS INTERESTED IN DIFFERENT TYPES
OF PSYCHOSOCIAL CARE.

The previous analysis highlighted the broad appeal of self-help groups and veteran patient
visits among psychologically distressed respondents. A question to be posed therefore, is
whether self-help groups and vetera patient visits are generally more appealing, or
whether they appeal to specific types of people - people perhaps over-represented in our
sample. De Bocanegra (1992), for example, has noted that people of lower socio-
economic status are more likely to be interested in support groups compared to people of
higher socio-economic class. It could e, for example, that the low utilisation and interest
trends observed in the present sam e, are simply due to different types of people
expressing interest in different types of services. This possibility was at least partly
addressed in sections 6.3. and 6.4, by calculating the total number of respondents who

utilised at least one of the listed services, and the total number of respondents who
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expressed interest in at least one of e services. In this manner some indication was
provided that different people might be interested in different types of services, since the
total level of interest in a psychosoc  service, regardless of type, was higher than the

level of interest observed in any one s vice.

By comparing the demographic chara: ristics of respondents who expressed an interest in
each service versus those who expressed no interest, further indication was provided that
different types of services could appe to different types of people. For example, more
high-earning status respondents and fewer low eaming status respondents than expected
expressed an interest in psychotherapy and counselling. Conversely, social work appeared
to appeal to more low eamning status  spondents than expected. De Bocanegra’s (1992)
hypothesis was not supported, however, since respondents expressing an interest in
various support groups were no different on the variable ‘earning status’ than respondents
expressing no such interest. In fact, veteran patient visits appealed to more high earning
status respondents than expected. In context of the present sample size, these results are
decidedly flimsy and thus serve no o zr purpose besides suggesting the hypothesis that
different people (particularly along socio-economic status lines) could be interested in

different types of services.

It is however difficult to make sense of the level of interest in psychosocial services when
no indication is given as to what proportion of respondents would actually need
ps osocial services. As argued 1l , psychologically distressed people are, in
theoretical terms, people who need iychosocial care. As such the earlier analysis in
section 6.4. was repeated using the sub-sample of respondents scoring distressed on either
the BDI, HADS:Depression sub-sca , or HADS:Anxiety sub-scale. This sub-sample
consisted of 37 respondents (44% of the total sample).

In this regard 86.5% of the distressed scoring sample (32 out of 37 respondents)

expressed an interest in at least one « the listed services. By only using the ‘very much

so’ item as an expression of interest, | wever, 70.3% of the distressed scoring sample (26
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respondents) expressed an interest in at least one service. Such high levels of interest are
to be expected considering that patient visits - the most appealing service for this sample -

appealed to close to 80% of this samp

As argued earlier, the high level of i :rest in patient visits could have been due to the
broad familiarity with this service, tht biasing this service in our comparisons. If patient
visits are excluded from the analysis close to 30% of the distressed scoring sample (11
respondents) expressed no interest wi :soever in any of the psychosocial services except
veteran patient visits. Significantly, close to 60% of this sample (22 respondents) did not
express a strong interest in any of the ted services except patient visits. With regard to
the level of strong interest therefore, the proportion is no different to that observed in the
total sample. Only 40% of distressed scoring respondents expressed a strong interest in at

least one of the services (with the exception of patient visits).

These results do indicate once again, 1 1t to some extent, different people are interested in
different services. For example, 32% (n=12) of the distressed scoring sample expressed a
strong interest in self-help groups, i1 ilying that another 8% of the distressed scoring
sample expressed a strong interest in . least one other service except patient visits (since
40% of the distressed scoring sample expressed an interest in at least one of the listed
services - except patient visits). If pat nt visits are included the above 8% would become
38% (since 70% of the distressed scoring sample expressed an interest in at least one of

the lis ).

Although the present results indicate 1at to some extent different people expressed an
interest in different services, it was dif :ult if not impossible to identify different segments
of the sample which may be interested in different services. The psychologically distressed

sub-sample was too small and homoge ous for such an analysis.

73















of range for this thesis. Such constrai ; need to be acknowledged so that we can be clear
about who it is we have interviewed, | 1 in what way such factors may have played a role
in determining the nature of our res ts. This study is very definitely an example of
applied research and as such the presence of ‘contaminating variables’ are not only

unavoidable but actually define the very nature of the research.

The questionnaire was not an objective measuring instrument of attitudes towards
psychosocial care, social support, and fellow patient support. ‘Objectivity’ in social
research depends on valid conceptualisations and operationalisations of particular
concepts (e.g. what is the meaning of ‘social support’ and how do we measure it), a task
which usually involves a great deal of pre-testing and subsequent questionnaire refinement.
Due to logistical reasons, this task was only approximated by utilising earlier interviews
and designing as straightforward and simple a questionnaire as possible, asking people
about their perceptions regarding the various issues. The present survey, therefore, did
not measure the amount of social support received by respondents from various sources.
On the contrary, it elicited trends regarding respondents’ perceived satisfaction with the
support and understanding received fi n various sources. Similarly, the level of interest
expressed in a particular psychosocial vice is by no means an indication of whether that
respondent will actually seek out s h a service. All it represents is respondents’
expressed interest; something which ¢ 1 be assumed to be a reasonably vital ingredient

toward the goal of a consumer-friendly system of care.

In the questionnaire, a distinction should possibly have been made between counselling
and psychotherapy, since the results presented in chapter S do suggest that people
perceive differences between the two services. The two services were combined in one
item since it was presumed that people would have difficulty telling the difference between

the two services.
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concerns (social work), and pure so: 1 entertainment (informal gatherings). The above
results pertaining to social support : igest some further functional distinctions between
the various psychosocial services. It . pears in this regard, that respondents differentiated
to some extent between the provision of professional expertise/advice on the one hand and
the provision of social support on the other. This is in accordance with Rose’s (1990)
findings that people differentiate between emotional and instrumental (information,

clarification) functions of support.

The present results did not rule out the possibility that different types of psychosocial
services could appeal to different types of people. By comparing respondents on various
demographic variables, some tentative hypothesis could be put forward. Psychotherapy
and counselling, for example, appeale to more high earning status respondents and fewer
low earning status respondents than « dected. Social work, on the other hand, appeared
to appeal to more low earning status respondents than expected. The variable ‘earning
status’ was not statistically relevant, however, to the level of interest observed in the
various support groups and a coping course. More high eaming status respondents than
expected did express an interest in veteran patient visits. Such are flimsy results, however,

and are of little help to the present stt  + " 1s.

Although respondents expressing an i erest in psychosocial care were, on average, more
psychologically distressed than those )t interested, this gave us little indication as to the
proportion of psychologically d ed respondents expressing no interest in
psychosocial services. Furthermore, no indication was given regarding the comparative
appeal of the various psychosocial services among the psychologically distressed scoring
sub-sample. Although prevention cer inly is a worthwhile goal, the whole reason behind
the system of psychosocial care is the presence of psychological distress among people
with cancer. Psychologically distressed people with cancer are, therefore, ultimately the
primary target market of a system of ychosocial care, and as a result the utilisation and

interest trends among this sub-sample eded to be examined.
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The results of this secondary analys were quite disconcerting. Although respondents
expressing an interest in psychiatry scored, on average, more distressed than those not
interested, it was striking to note that none of the psychologically distressed scoring
respondents expressed a strong and decisive interest in seeking out the services of a
psychiatrist. The level of interest - pressed in psychiatry among the psychologically
distressed scoring sub-sample was, in fact, only marginally higher to the level of interest
expressed in the total sample. With t : exception of self-help groups and veteran patient
visits, such was the case for each type of psychosocial service. For example, only about
20% of the total sample expressed an interest in a coping skills course. Among the
psychologically distressed scoring ¢ )-sample however, still no more than 30-35%
expressed an interest in a coping ski  course, with less than 15% expressing a strong
interest.  Similarly with regard to both professional support groups and informal
gatherings, less than 20% of the distressed scoring sample expressed a strong interest.
Self-help groups and veteran patient visits, however, managed to appeal to a large
proportion of the distressed scoring sample. Not only did a substantial number of
respondents express a strong interest in this service, but the proportions of interested
respondents in this sample, were also substantially higher to those observed in the total
s ple. ™7 comparing the levels of lerest in the various psychosocial services it was
clearly evident that self-help groups and veteran patients appealed both broadly and
powerfully to the psychologically distressed scoring sub-sample of respondents.

The pr nt survey hi ted several ~ ter trends, and h cert ~ " ind - what
a more appealing and consumer-frie: ly system of psychosocial care might look like.
Such information is ultimately not enough, however, if informed decisions pertaining to a
system of psychosocial care are to be made. To fulfil this task, the results need to be
supported by a thorough understandi  of the reasons lying behind the obtained trends.
The survey has, in this regard, provided us with some limited clues. The relatively strong
interest in veteran patient visits and  If-help groups, for example, was to be expected
considering the positive attitudes expressed toward the concept of fellow patient support.

This theme was affirmed by the poor : peal of the most professionalised services and the



contrasting high appeal of the least rofessionalised services. ‘Professionalised’ here
implies the involvement of a professional or expert, as opposed to the involvement of
fellow patient/s. The relationship was however not that straightforward, since respondents
appeared to make some functional dist ctions between the various services. For example,
both self-help groups and informal gatherings are non-professionalised services, and
in in such services was thus expectedly high. Informal gatherings, however, differed
to self-help groups in two manners: re ondents expressing an interest in self-help groups
were more distressed to those expressing no such interest, and were less satisfied with the
understanding and support received from their doctor. Those expressing an interest in
informal gatherings, on the other hand, were not more distressed to those expressing no
such interest, but were less satisfied th the understanding and support received from
their family. 1t could be argued, therefore, that those distinctions have something to do
with the relatively high appeal of self-help groups compared to the somewhat lower appeal
of informal gatherings, even though in rmal gatherings must be the least professionalised

service conceivable.

One could speculate that the difference revolves around the distinction between
instrumental and emotional functions. Perhaps self-help groups and patient visits are still
regarded as having instrumental functions, since fellow patients - as ‘experts’ on the
cancer experience - relate to one another within a certain instrumental structure or frame
(the ‘group’, the ‘visit’). Informal gat ‘:rings, on the other hand, could be regarded as a
potential source of emotional support; the type of support one might receive from one’s
family, or more aptly, one’s friends. An area of blatant speculation has been entered,
however, and still no real progress has been made in answering the range of ‘why’

questions. If anything, more of such q stions appear the further we speculate.

Why should there be a difference bet :en instrumental support and emotional support,
and what exactly is meant by those terms? If both psychotherapy/counselling and self-help
groups have instrumental functions - i.e. they are both to some extent problem-focused -

why then is their relative appeal so contrasting? How do respondents make sense of their
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9. QUALITATIVE RESEARC GETTING TO KNOW THE ‘SUBJECT’

Improvements in clinical medicine have, ironically so, played a large role in the emerging
proliferance of chronic illness. Previot y fatal illnesses are more often open to treatments
which offer the possibility of extended life-span. As a result, there exists now a growing
population of seriously ill people r¢ 1iring frequent and sometimes continuous care.
Psychosocial oncology and its associated disciplines are largely a response to this
phenomenon, prompting the scientific vestigation of the patient’s quality of life, level of
psychological distress, social support sources, coping behaviours, and other so-called
psychosocial issues. Such disciplines have, however, attempted to apply the research
methodologies of their medical counterparts. For example, Holland (1992) in a recent
review of psychosocial oncology, iden ies the field as a ‘sub-speciality’ of oncology. In
this regard it has placed the focus 1 experimental investigation and the search for

‘objective’ knowledge (Redd, 1995).

Concurrently to the increasing interest 1 psychosocial oncology, social science in general
has witnessed a renewed interest in qualitative research. Critical reconsideration of
traditional scientific models, and an increasing recognition of the historical and social
foundations of knowledge, have led, in this regard, to what in the United States is called
the ‘interpretative turn’ (Saillant, 1989). With regard to chronic illness, the interpretative
approach has been applied mainly by medical sociologists and anthropologists (e.g.
Anderson, Blue, & Lau, 1991; Charmaz, 1990; Gerhardt, 1990; Jackson, 1994; Kleinman,
1988; Mattingly & warro, 1994; Robir Hn, 1990; Saillant, 1989; Sontag, 1978). Some of
the primary motivations behind the qu tative approach is that it sheds light both on the
subjective illness experience (Conrad, 1987, Gerhardt, 1990; Strauss, 1990), and the
social or cultural context of illness (Kleinman, 1988; Saillant, 1989). Instead of
attempting to identify the variables associated with (or even better: the variables
causing...) psychological distress or interest in psychosocial care, the qualitative approach
is interested in providing ‘authentic’ data (Gerhardt. 1990), i.e. describing the experiential

side of how the illness and its treatme¢  affect a person and his or her family. From an
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CHAPTER 4

THE SELF: NARRATIVE AND DISCOURSE

1.INTRODUCTION

Essentially, this thesis is concerned with two ‘objects’: the person with cancer and his or
her experience; and the system of psychosocial care aimed at improving the quality of this
experience. These two ‘objects’ can e further untangled however. In one sense it is
reasonable to talk about the ‘actual’ person with cancer and his or her experiences, and the
‘actual’ system of psychosocial care, as they exist in the world ‘out there’. As researchers,
however, we do not have direct access to these ‘natural objects,” but deal instead with
artefacts (Danziger, 1990): test scores, rating scale scores, questionnaire results, interview
results, statistical distributions, etc. U 1g such data we then construct theoretical models
which manifest practically as journal articles, books, lectures, etc. We can, in other words,
quite reasonably make a distinction between the ‘actual’ person with cancer, and the
‘theoretical’ literature describing him or her. The ‘actual’ person with cancer is the person
‘out there’ who feels, acts, talks, and iffers, and the ‘theoretical’ person with cancer is
the image we read about in journals a | books, and hear about in seminars and lectures.

The aim of science, of course, is to make sure that theory mirrors reality.

In more recent years, however, this epistemological distinction has been the object of
intense debate in nearly all disciplines i the humanities. From these debates a framework
has emerged which argues that both the person with cancer, and the theoretical body
describing him or her, are at least to some extent sociohistorically constituted. The
sociology of knowledge, in this regard, has illustrated how the artefacts (figures, tables,

etc.) we find in journals are not raw flashes of ‘nature’, but are determined largely by a







cancer who copes with ‘fighting spirit’ is not simply acting out an ingrained personality

trait, but has discursively ‘constructed’ him- or herself using a ‘fighting spirit’ discourse.

The implications of the above unders dings are obviously huge, in that it collapses the
rather straightforward idea that science attempts to describe accurately a ‘given’ (and
esse lal stable) reality ‘out there’. m the contrary, the argument is put forward that
the theoretical image of the ‘subject’ : not a direct representation of ‘nature’ but is at
least partly determined by the socio- storical context within which the research takes
place (from the specific characterist s of the experimental situation to the broader
metatheoretical framework). The sit ion is further complicated by the suggestion that
the actual subject, we as social beiny make sense of our worlds and ourselves using
various understandings implicit in lang 1ge (‘discourses’). By accessing a variety of such
discourses in differing contexts, it is thus argued that a person can have multiple (and
sometimes contradictory) selves. The relationship between the actual person and the
theoretical body describing him or her therefore runs in two directions. Theory can
‘mirror’ differing and contrasting selves, selves which in turn could be informed at least
partly by existing psychological theories (e.g. the humanistic self versus the
psychodynamic self, in turn info ed by the popularisation of humanist and
psychodynamic theory in lay literature). This is not to say, however, that people are
‘docile’, passively accepting various versions of the world and self. On the contrary, a
primary point of this thesis is tﬁat people can and do resist certain ‘inscriptions’ (Fox,
1990; Parker, 1992). Ter mns t ween, and wit"~ various ‘discour:r ’ 1able
argumentation and dialogue (Billig et al., 1988; Hermans & Kempen, 1994), which in turn
can serve as platforms for resistance. or our purposes, it is therefore hypothesised that
people with cancer resist various aspects of the discourses weaving through psychosocial
oncology and its associated services. In order to understand why they do so we need to
talk to people with cancer; asking the why they reject psychosocial services, in context

of the sense they have made of their own lives and situation.

92









psychological experiment, therefore, the reason a primarily contextual, individual, and
social interaction is capable of eliciting ‘universal’, ‘objective,” and ‘ahistorical’
knowledge, depends at least partly « the identification of the research participants as
‘experimental subjects.” In other words, the universal ‘subject’ness of participants is
emphasised over and above their pers 1al and social identities and histories. The various
kinds of hardware and software (test 1aterials, apparatus, etc.) and the particular social
structure of the psychological experiment, in this regard, allowed investigators to overlook
the social character of these situations. Statistical methods, for example, facilitated the
‘prying’ loose of people from the social context in which they live. Human behaviour
would thus be regarded as the produ of the properties of abstract and socially isolated
individuals (‘subjects’). Although in  :ent years there has been some acknowledgement
of the social element (e.g. ‘experime er expectancy effects’, ‘demand characteristics’),
Danziger (1990) points out that suc conceptualisations are more psychological than
social. Research might show that such influences exist (and attempt to measure them), but
does not strive to understand the soci: forces and processes involved in the production of
these effects. Instead of viewing the psychological experiment as essentially a social
interaction, investigators assume that ‘contaminating’ social influences can be ‘corrected’
for. In other words, the status of the sychological experiment as a route to the ‘natural

object’ thus remains intact, even though it is prone to ‘extraneous’ threat.

According to Danziger (1990) human subjects cannot, even if they try to, act ‘naturally’ in
the experimental situation. The point being made here is that the experimental situation
primarily is, and depends on, a specific social relationship between researcher and human
data source. This social element is not a ‘contaminating’ variable to be corrected for, but
is an essential precondition for the ex ‘riment to take place. If the research participants
do not co-operate, and abide by the rules defining research, then no scientific
psychological study will be possible. Such co-operation is under normal circumstances

received, because the psychological experiment has become a social institution recognised
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Danziger’s work thus ultimately lea: 5 us with some thorny metatheoretical issues. If
psychological knowledge is socially constructed then what could we possibly say about a
reality independent of the methods sed to access it (i.e. the question of ontology).
Secondly, if we do come up with son  sort of ontology, then what criteria or standards do
we have left to evaluate the validity of our knowledge claims (i.e. the question of
¢ stemology). With regard to psychosocial oncology, therefore, how can we tell whether
our theoretical knowledge regarding e person with cancer is an accurate reflection of
‘reality’? The above arguments sug st that our theoretical models of the person with
cancer might be more the product of our sociohistorically embedded ‘constructive
schemes’ than a ‘flash of nature’. In her words, the methods of psychosocial oncology
produce a very particular image of the person with cancer: an image marked by concepts
such as ‘psychological morbidity’, ‘social support’, ‘coping styles / strategies’,
‘psychological adaptation’, and ‘psyc )social intervention’ or ‘care’. The latter concept,
which is the focus of this study, thus logically follows from the other concepts. If lack of
‘social support’ and ‘unadaptive cop g strategies’ cause ‘poor psychosocial adaptation’
then it follows that a ‘coping skills course’ and a ‘support group’ could be useful and
appropriate interventions. We have en in chapters 2 and 3, however, that people with
cancer themselves might not agree with this logic. The present chapter draws further
attention to this discrepancy by argu 3 that social and psychological reality may not be
what psychosocial methods tell us it is. People with cancer might make sense of their
situation in a* y "Terent manner, r ting in a rejection of the available psy - ial

services. Two questions therefore stand before us:

e Ontology. What can we say about people with cancer (or people in general) before we
begin with research?

e [Epistemology. Once we have said something about the nature of reality, how do we
go about researching it?
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representations in the mind > to the supposed logical structure of language. Sifting
through the mess of everyday langu: : a logical ‘core’ network had to be found which
perfectly represented the logical and itural order of things out there in the world. The
meaning of a scientific word or concept could thus Jogically be derived in its entirety from
whatever it represented in the ‘objective’ world. In this way the practice of science could

be cleaned up considerably by ridding itself of all ‘vague’ everyday type talk.

Years after he stated that the world is the totality of facts, however, Wittgenstein (1958)
came to see the representational view f language as not only over-simplified but perhaps
also simply wrong.  Using several detailed examples, he illustrated how our
‘understanding’ of the world is not a direct and logical deduction of observation, but is
markedly constrained by linguistic convention. Thus rejecting the idea that the entire
meaning of a proposition lies in its er irical content (and is thus fixed by a ‘factual’ state
of affairs), he proceeded to the argun nt that language is used by people as a social tool,
and that the meaning of words and phrases thus lie essentially in their use. We can only
understand the meaning of a proposition if we have learned the rules governing the use of
that proposition. Such rules, acco ng to Wittgenstein (see his celebrated ‘private
language argument’, 1958), can only :learned if we participate in a particular ‘language
game’ or ‘form of life’, i.e. live in a st ety of other human beings. Therefore, there is no
logical or stable mind-world link prc "ding individual and static meanings. Rather, the
meaning of a proposition or word is { «ible, dynamic, and practical; it is the result of the
prevalent ‘forms of life’ and ‘langu: : games’ in society, and as a result can only be
understood within such ‘language gai s’ and ‘forms of life.” Meaning is thus essentially

indeterminate, being ‘socially constructed’ as we use language.

* Traditional epistemology concerned itself with the Cartesian relationship between mind and body, or
subject and object. A central task of philoso v, in this regard, was to construct a foundatory system for
science which would encompass the criteria  ermining what counts as knowledge. Such an approach
never succeeded, however, since simply put, ¢ can never escape the ‘subjective’ nature of subjectivity -
i.e. how can we ever claim with certainty that a ‘representation’ in the mind accurately mirrors something
‘out there’ in the real world?
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‘subjective perspective’ of his or her tuation, but is actively constructing a reality as he
or she interacts with the world throu "1 language. Further questions must be addressed
however. If meaning is dynamic and contextual, constructed as we speak, how do we
avoid plunging into a relativistic and fluid world where real communication is impossible?
And secondly, what of the human s )ject; how do we make sense of who we are if

meaning is constructed as we speak?

In psychology two broad approaches to these questions have made their presence felt.
What distinguishes them is their diffi 1g conceptualisations of the dynamics of meaning
construction. One puts emphasis on the role of narrative and metaphor; the other on the
role of discourse and power. Both »proaches will be discussed because both are of

relevance to our understanding of how the cancer experience is constructed.

4. THE NARRATIVE CONSTRUCTION OF THE SELF: METAPHOR

In rejecting the Cartesian legacy of objectivism, several authors (Hermans & Kempen,
1993; Shotter, 1988) have elaborated what may loosely be called a narrative approach (see
also Garro, 1994; Jackson, 1994; Mathews, Lannin & Mitchell 1994; Robinson, 1990).
At the heart of this approach, lies the oncept of ‘root metaphor’ (Hermans & Kempen,
1993; Sarbin, 1986). Metaphor here is not viewed as a mere oramental figure of speech,
but as an indispensable structure of human understanding by which we can figuratively
comp “end our world (He ins& F  pen, 1993) (hence; root metaphor). It is through
metaphor that we are able to structure and organise our more abstract understandings of

the world’.

3 This notion that understanding requires certain a priori structures has of course been with us since
Kant’s Critique of Pure Reason. Kant argued that certain innate and thus universal ‘a priori’ categories
enable understanding of the world, thus bridging the contrasting approaches of idealism and empiricism.
More recent philosophers such as Michel Fou 1t do not discount the necessity of such categories, but
argue instead that they exist within language, d are thus sociohistorically constructed.
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are essentially narrative in character. The patient is described as a revisionist historian,
narrating and renarrating past events in the light of current changes, interpreting what has
happened, and why it has happened, sing the particular storyline chosen. Such ‘myth
making’ is a way of making the uation existentially tolerable. In line with the
constructionist approach, Kleinman st ested that over time such explanatory models do
not merely reflect the illness experience, but do to an extent create it. The personal

ves thus in a sense construct the experience of symptoms and suffering. By
analysing several reconvened interviews with breast cancer patients in the Western Cape,
Berger (1990) effectively illustrated how people with cancer make sense of their
experience using various culturally er edded explanatory models and storylines. Some
subjects, for example, used images of pollution and contamination to describe the disease,
and causes were looked for in industrial society and unhealthy lifestyles. Others made
sense of the disease using supernatu  storylines, for example identifying it as ‘God’s
will’. Coping with pain, suffering, and «istential issues was also frequently made sense of
within religious contexts, conjuring up themes of courage and dignity. The dynamics of
this process were highlighted by showing how the patients re-narrated their experience as
they encountered new events (e.g. b« ire treatment to after treatment). Perhaps most
noteworthy for our purposes, not one of Berger’s subjects made sense of their situation
using psychological ‘talk’ (eg. sychological adaptation’, ‘coping strategies’,
‘psychotherapy’ etc.). For most of her subjects, cancer was a test of ‘moral strength’ and

needed to be faced with ‘courage’ and ‘dignity’.

The narrative approach certainly pr rides a useful explanation of how meaning is
constructed through metaphor and narrative. Metatheoretically, it is in accordance with a
social constructionist emphasis on the social embeddedness and ‘incompleteness’ of
meaning and self, and by placing e phasis on the embodied subject, the Cartesian
distinction between subject and object is furthermore collapsed. This is not to say,
however, that the subject is no more than a product of society and history. On the
contrary, a strength of the narrative approach lies in its emphasis on the active subject,

who is able to resist and transform his or her world. People make sense of their lives, and
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perhaps more importantly, make sense of the conflict and frustration in their lives, using
metaphorically infused storylines. This is a dynamic process, operating primarily through
conversation and dialogue, both with other people and with oneself (thought) (see Billig et
al., 1988). By focusing on inter-subjective transactions and practices, the narrative
approach thus effectively illustrates the way in which people establish shared, but
nevertheless dynamic frameworks of (linguistic) activity. The approach furthermore
suggests (and effectively shows) that e self is a decentralised multiplicity of divergent
and even opposed characters that are related to one another in a dialogical way (Hermans

& Kempen, 1993). This theme will be scussed further in a subsequent section however.

This emphasis on the dialogical microcontext certainly is the strength of the narrative
approach, but ironically it is also its weakness. By focusing only on the activities of
narrating subjects we are left with the crucial unanswered question of where the
metaphors and narratives come from, or rather, how it is that certain metaphors and
narratives come to dominate our understanding of the world. Hermans & Kempen (1993)
attempt to answer this question by reviewing several analyses of culture, but ultimately
only succeed in describing (not really explaining) several ‘basic’ cultural narratives (e.g.
comedy, romance, tragedy). What is1 sing is a comprehensive attempt at understanding
the dynamics of social structure, and e way in which language weaves through such
structures and dynamics. For such an analysis we can, however, turn to what may broadly

be termed the discursive approach.

5. THE DISCURSIVE CONSTRUCTION OF THE SELF: POWER

Drawing on the work of philosophers ch as Ludwig Wittgenstein, Michel Foucault and
Jacques Derrida, and social theorists such as Rom Harre, an increasing body of
psychological work has begun to provi : a discursive understanding of psychological and
social phenomena (e.g. Billig et al., 1988; Edwards, 1991; Gergen, 1987, Parker, 1990,
1992; Potter & Wetherell, 1987, San son, 1985, 1993; Shotter, 1990; Seidel, 1993).

Although in basic agreement with the rative approach in its focus on the constitutive
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particular society (Parker, 1992). I rchological models of the self therefore, do not

necessarily reflect the true nature of the object, but rather our social history.

The discursive approach certainly provides a useful and insightful understanding of the
construction of the self, an evaluation affirmed by the rapid development of discourse
analysis (see Burman & Parker, 1994; Parker, 1992, for reviews of discourse analytic
research). Hermans & Kempen (1993), from a narrative perspective, criticise the
discursive approach (or the ‘French s acturalist’ approach as they call it), however, for
placing too much emphasis on imper¢ 1al sociolinguistic structures and processes. Such
an approach, they argue, destroys the self as agent and leaves behind instead a passive
product of social forces (Foucault’s ‘docile subject’ or Nietzsche’s ‘last man’). Certainly
this is a primary distinction between the narrative and discursive approach since the self as
agent, according to Foucault (1977, 78), is a feature of disciplinary power - it is a
sociohistorically constructed ‘illusion’ enabling consent to subjection. Nevertheless, the
picture is not that one-dimensional, e 1 for Foucault (1977), who argued that points of
resistance are inscribed as “irreducibi opposite” in all power relations (in Wilbraham,
1994, p. 12). For one, various discou s compete for hegemony over certain objects and
subjects (e.g. Apartheid era ‘ethnic group’ discourses versus liberatory discourses), and as
Billig et al. (1988) convincingly show, inevitable dilemmas strain the coherence of
seemingly unified discourses. The poi being, therefore, that dilemmas across and within
discourses keep us arguing and thinkii  processes which in turn give us the potential to

_onstn . our world and our.  ves. is at this point that the discursive and narrative
approach rejoin, both flowing into a metaphor most eloquently elucidated by Hermans &

Kempen (1993): that of the decentred « logical self.
6. SYNTHESIS: THE DECENTRED AND DIALOGICAL SELF
Although the above two approaches : : in some ways quite competitive, they do both

emphasise certain basic principles. 1ese principles will be summarised below and

describe what we may call the decentre and dialogical self.
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guide their stricken ‘patients’ toward various medical and psychological ‘treatments’
which offer a return to ‘normality’.  ith regard to the system of psychosocial care for
people with cancer, it can similarly be rgued that people’s life crisis are ‘psychologized’,
thus transforming them into a form of ‘abnormality’ or ‘pathology’ requiring ‘treatment’.
The discursive approach, therefore, adds an inevitable political dimension to social
research, since it aims to elucidate and critically analyse various discursive power

structures (e.g. sexism, racism, and even psychology).

The mechanics of power thus enable the domination of some self-constructions over
others. People’s multiple selves may enter into dialogue with each other (Hermans &
Kempen, 1993), but quite frequent it may be expected that one particular self-
construction could manage to dominate, or even repress, another. It has been argued, for
example, that various oppressed social groups (homosexuals, Africans, etc.) have in the
past accepted their lot because they ere simply denied ‘voice’ to express their own
identity (Sampson, 1995). Homosexu . could have believed that they had ‘unnatural’ and
‘sinful’ desires, Africans could have b« eved that were somehow members of a lesser and
thus subordinate ‘race’, and similarly some people with cancer could believe that they are

being punished by God and thus deserve to be stigmatised.

What of the unconscious?

By placing the focus on language an discourse there unfortunately is the dency to
loose touch with that aspect of the sel! ring beyond words, more specifically, that domain
of the self highlighted by psychodynamic theorists; the unconscious. This notion is of
relevance to our attempts at understanding the cancer experience because the notion of
‘denial’, ranging from subtle avoidance to full-blown delusions, has repeatedly entered
discussion in psychosocial oncology. Numerous clinicians and researchers have noted, in
this regard, that people with cancer frequently ‘block’ relevant information out of
consciousness, a process which very ¢ :n appears adaptive (Rowland & Holland, 1990).
Language orientated theorists such as irgen Habermas, Jacques Lacan (as described by
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Parker, 1992), Deleuze & Guattari (1¢ 2) (as described by Fox, 1992), and more recently

Frosh (1991) have incorporated the n¢ »n of the unconscious into their work.

Discursive approaches inevitably allc a return to psychodynamic theory. For one,
psychodynamic discourses infuse Western discursive practices, and as such, people are
able to make some sense of the type of 10ments when they ‘did not know what came over
me’. Secondly, and more importantly, the discursive approach focuses our attention on
the rather subtle and unnoticed mam in which social forces enter our subjectivities
(Frosh, 1991). In attempting to unde and the statement ‘I don’t know what came over
me’, Hermans & Kempen (1993) drew on psychodynamic theory to elucidate the notion of
‘sub-personalities’. According to the. conceptualisations, a particular self-construction
may be so repressed that it can only reveal itself on occasion in a semi-conscious manner.
The basic idea, therefore, is that cer n meanings can be pushed into an unconscious
realm by a process of ‘delinguisticiza jn’. In Habermasian terms, linguistic (and thus
conscious) meanings are turned into ‘things’ (It/Id) (Parker, 1992). Why particular
meanings are driven into the unconsc: s is another question we need to turn to. Ego-
defence mechanisms, in this regard, are useful explanatory tools but for our purposes need
to be understood in discursive terms. We could argue therefore, that contrasting
discourses/ self-narratives/ self-constructions attempt to push each other out of ‘existence’
depending on the particular social con xt. A person may, for example, push feelings of
compassion and associated discursive ractices (e.g. love thy enemy) out of awareness
w  figl a battle at war. Similarly, it could edthata sonwithca ris
vulnerable to a great deal of such ‘repression’. He or she may deny a poor prognosis, and
in turn, perhaps in an overly rigid m 1ner, believe that ‘the power of the mind’ will
overcome her illness. In order to make sense of their lives and themselves, people access
various historically and institutionally embedded discourses, a process which entails
continuous dialogue between different elf-constructions, but also inevitably, domination

and repression by some over others.
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Commentators on modernity have placed particular emphasis on the almost wildly chaotic
and fragmented state of current lingu ic resources. This post-modern “crisis’ of the self
(Frosh, 1991) has been conceptualised in different ways however. For theorists such as
Frosh (1991) and Jacques Lacan (in Parker, 1992) the dynamic and largely out-of-
awareness multiplicity of the self is an intrinsically problematic state requiring ‘illusionary’
integration. Psychosis, in these terms, can be regarded as the extreme end of the
fragmented self. Deleuze & Guattari (1972), on the other hand, celebrate post-modern
fragmentation and multiplicity. For ch theorists (see Fox, 1992) a state of dynamic
multiplicity is the breeding ground of Desire; the force behind change and the potential to
be something other than what oneis1 v. Desire, in this sense, is a positive force enabling
resistance to oppressive constructions of the self. Although people may not be aware why
they are resisting particular aspects of 1e world and themselves, for authors like Deleuze
& Guattari (1972) and Foucault (see Miller, 1994), such ‘blind’ resistance is a way out of
the delibidinized hell of ‘docile’ subjectivity. Taking these ideas further, a case could be
made for the claim that the forces of [ ire in context of the dynamic and multiple self are

the very conditions of ‘being’; they are what make self and identity at all possible.

Theoretical integration: discursive constraints and rhetorical creativity

Two broad overlapping approaches have been drawn upon to elucidate the manufacturing
process of the self. Whereas the nar ive approach draws our attention to the creative
self-narrating efforts of it “vidi *, the "« “reapprc i v usto ° ¢ nce
of the historically embedded linguistic constraints framing the process of narration. Both
points of view depend on each other, however, since it is the practices of narrating
individuals which produce and re-pt luce prevailing material conditions and current
social, economic, and ideological systems. On the other hand, the inevitable dilemmas
within and across discourses enable (and stimulate) creative dialogue and argumentation,
practices which have the power to t nsform relatively stable discursively constructed

selves.
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accompanying system of knowledge - in the cancer experience. What does psychosocial
oncology offer the person with cancer; not only in terms of services, but more broadly in
terms of the discourses it offers, used > construct the ‘reality’ of the cancer experience?
In other words, when we talk aboi ‘psychological adaptation’, ‘coping styles’, and
‘psychosocial interventions’, what cot | this mean to the person with cancer? What is it
telling him or her about life with ca: er and how to deal with it? Do such messages
contradict each other, or do they cont lict other salient messages the person with cancer
has received? In sum, we need to examine how people with cancer discern the various

psychosocial services, in context of the sense they make of their own lives and situation.

In order to answer these questions, is necessary to analyse the everyday rhetoric of

people with cancer. How to go about doing this will be addressed in the next section.

8. RESEARCH: DISCOURSE AN4 YTIC METHOD

Several proponents of discourse analysis have argued that this methodology should not
evolve into one of many empirical 4 )ls’ to be applied to varied topics in an arbitrary
manner (Burman, 1991; Parker, 1992; Parker & Burman, 1993; Wilbraham, 1994). Due
to its decidedly critical and moral/political character, such authors have argued that
discourse analysis should be an end in itself The aim of a discourse analytic study, in
other words, is to perform a critical (and perhaps emancipatory) reading of an existing
text. I would not wish to dispute su. arguments, and hope * " th study, as a critical
reading of psychosocial oncology, testifies to that fact. Nevertheless, this study originates
from, and is motivated and guided by, an overriding very practical question: Why do
people with cancer resist psychosocial services? It is hoped that answers to this question
will in turn enable existing structures to improve their services. Since these practical
motivations guide this study, it must be acknowledged that discourse analysis is here

utilised as a ‘tool’ of sorts, without, however, losing its critical edge.
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people with cancer. Why they are rejected will be investigated in the next chapter. This
task shall be accomplished by asking people with cancer themselves why they avoid
psychosocial services. An analysis of ch conversations will aim to expose the rhetorical
strategies used to nullify the messages from psychosocial oncology, and will attempt to
understand why and how such rhetorical strategies are mobilised. The roots of the
discontent will be searched for both ithin the messages of psychosocial care and the

various selves of the person with cancer.
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( IAPTERS

RESISTANCE TOWARD PSYCH' 30CIAL CARE : A DISCOURSE ANALYSIS

1. INTRODUCTION

The previous chapters have set the sta; for the final and most important part of the study;
a dialogue with people with cancer. It has been argued that the person with cancer is not
a ‘natural object’ existing out there in the world ready to be revealed to us by rigorous
investigation. Neither is the person ith cancer a unified self, open to illustration by
unified theory. On the contrary, it has been argued from a discursive standpoint that the
person with cancer, like us all, is in a ontinuous and multifaceted state of manufacture.
Although we certainly are embedded | broader sociohistorical power structures and are
thus already manufactured, the kaleidoscopic character of modemity combined with the
disrupting impact of a cancer diagnos enable a continuous process of re-designing the
self. Psychosocial discourses in this regard thrust themselves on the person with cancer in
various manners. The end result, however, is a rejection of various aspects of the system
of psychosocial care, and a contrasting embracing of the concept of fellow patient support.
To understand how and why this happe : it is necessary to talk to people with cancer, and
examine how the various psychosocial discourses fit in the multifaceted web of rhetoric

we call the self.

2. METHODOLOGY

2.1. FOCUS GROUPS AND INTI (VIEWS

The present qualitative approach demands dialogue with people with cancer. In line with
the theoretical model outlined earlier, it is necessary to engage people with cancer in

conversation and even argument, so that the process of discursive construction can be
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climate could be created, enabling respondents to speak openly about relatively personal

issues.

Several personal interviews were also onducted with some of the more psychologically
distressed scoring respondents. Focus oups were deemed inappropriate for such people,
since it could be possible that they woi | feel intimidated by the group context. Although
interviews are useful means of eliciting in-depth data, it must be acknowledged that the
presence of an interviewer (perhaps perceived to be a psychological professional of some

sort) could influence the results quite si ificantly.

2.2. THE SAMPLE

Two focus groups were conducted with participants drawn from the survey sample. Most
focus group research has tended to utilise relatively homogeneous samples so that
relatively consistent data is elicited (B: h, 1987). Such an approach is based, however,
on the assumption that people do have relatively consistent, non-contradictory, and stable
‘attitudes’ toward things. As discus 1 in the previous chapter, however, discourse
analysis is interested in difference, contrast, and cc ~“"ct. In such a situation participants
are forced to mobilise rhetorical strategies which can construct and re-construct their
position, continuously making sense of their scenario as they are faced with further
conflict and contrast. As a result the focus group participants in this study were diverse

)ss sex, © Y, « cer type, social s us, and level of psychological distress as elicited

b

by the Hospital Anxiety and Depression cale.

127


















“If I got a call at home asking if I was interested to come to a support group. Maybe I

»

needed that push. But for me, one person ill, you feel you have got to handle it alone.’
In

The above discussions and quotations have, quite basically, described the essence of
Western individualism. Within this world we exist as rational and encapsulated “I”’s
gazing upon a distinct and separate world. This scenario appears to be rooted in
Descartes’ mind-body distinction (t : encapsulated cogito) and various religions’
empbhasis on the rational and free ‘soul.” Not only the world is separate in this regard, but
even our bodies and our emotions are separate ‘objects’ we could potentially control.
Emotions may certainly be provoked but we are blessed with the power, and duty, to
control and regulate our perhaps ratt  spontaneous and primitive emotional impulses.
Individualism, by its very name, refers erhaps most importantly to the idea that we exist
as separate individuals; we exist as enc sulated “I’s” totally separate from the world and
other “I’s.” Academically this leaves us with the thorny problems of subjectivity, but at an
experiential level this results in a fundamental loneliness. The person with cancer is
fundamentally alone in his or her situation. Only the victim can know what it is like to be

that victim, and as a result it is at base « ly the victim who is required to do the “coping”.

Although the above describes what »peared to be the essence of the individualist
discourse, some related themes consistently accompanied and qualified the individualist
assertions. Support from others, for example, was regarded by most as vitally important,
but only from four sources - family, friends, faith/religion, and the doctor. Such
relationships were constructed as “natural”, in the sense that they are normal and rational
in a physical, biological, religious, and social sense. One’s family and friends are natural
sources of love and caring, one’s God and faith comfort the lonely soul, and one’s doctor

is the vital bridge towards cure.

“My faith was the most important d my family. My doctor was very good to me.” (Fl)
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within which one makes sense of one’s fe with cancer. For one, such beliefs can ease the

fear of death.

“I can’t remember being shocked when they told me I had cancer...I don 't have any fear

of dying because I believe there is a better life hereafter.” (F2)

Cancer is sent either by God or fate as moral challenge. As a result faith is particularly
important in dealing with this challenge. Believing that the event has some higher
purpose, or that it was sent to test one, can strengthen one’s morale in the battle. It does
not necessarily have to mean anything cosmic, but it must be regarded as a moral test of
character - an occasion whereby the “I” can affirm his or her “dignity”, “courage”, and
moral “strength”. Even suffering itself can be imbued with moral-religious meaning. In
many cases it is something that has to : experienced, something that people throughout
the ages have experienced, and som ing that one’s God (e.g. Christ) has had to
experience. Ultimately suffering is an essential aspect of the concreteness of life-meaning,

and as a result has to be experienced, and more importantly so, has to be experienced by

“myself”.

“When you are a patient you are challenged. Religion is valuable. I am challenged by
the Bible. [ was the youngest patient in the ward and the doctors didn’t want to tell me [
was very ill. The doctor told me she didn't know how I survived. What happened to me

spiritually in the hospital is beyond what words can describe.” (F1)

Such power is not a universal given, . wever, and thus needs to be nurtured through
“faith” in oneself or in one’s God. Eith way, one must first believe that one can control
one’s attitudes and one’s destiny. Note in this regard the continuous emphasis on belief,
as opposed to feelings and emotions. One’s thoughts, attitudes, and faith are potentially

under the control of the free will, and determine one’s general state of being.
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The centrality of emotions are emphasised here, and contrary to the individualist
discourse, play a primal role in determining the nature of the self (more so than the “I” -
“not knowing how you feel”). In other words, the emotions can have a life of their own,
and as a result need occasional “clai :ation” so that personal control can be regained

over them.

The present discourse was termed psychological because it quite evidently is a
conglomeration of psychological pri iples. It is here that we see the infusion of
psychological theory in popular cultui  the accessing of psychological “facts” in order to
make sense of one’s world and situation. Although respondents may have been accessing
various psychological theories, on the ‘hole the basic principles of psychodynamic theory
dominated. Several authors have commented on the wide spread popularisation of this
theory, identifying it as an increasingly important aspect of Western culture (see Parker,
1992). The occasional reference here > the supposed emotional complexities of the mind

testifies to such commentaries.

Most importantly, however, the psychological discourse carries significant implications to
the nature of social interaction, and perhaps more importantly, to the therapeutic capacity
of social interaction. As alluded to above, human interaction is decidedly more complex
within this discourse; a complexity b« explained by drawing on psychodynamic theory.
Far from being plainly rational, relationships can, according to psychodynamic theory, be
influenced by various unconscious mc¢ /es, and in some cases steer them unwittingly into
destructive directions. In most cases, people are unaware of the psychic purposes certain
‘neurotic’ relationships might serve. As such, if ‘therapeutic benefit’ is to be derived from
a certain relationship (e.g. counselling r group discussion) then it is recommended that a
trained facilitator or therapist moder: : the encounter. Such a conceptualisation does,
however, rest on the assumption that sychological perspectives are somehow scientific,
neutral, or non-judgmental. It is us characteristic which gives the professional
relationship its distinctive edge. The respondent below, for example, utilised support

138



sources at her place of work (a counselling centre). Although she could have accounted
for her behaviour by explaining that she received support from her work friends she opted
for the psychological discourse and thus constructed the relationships as “non-judgmental”

therapeutic environments.

“I gravitated to the counselling service where I was familiar and where I knew I was
going to be accepted for who I'w  and where I was. Nobody was going to say 'I had to
be this or that’ and people woui have time for me. ..would end up at the counselling
service because I happened to kr. v them there. If I wanted to talk to somebody I could.
If I wanted to do something I could. It was just a space where I could be me.”

“Do you feel that you wouldn 't be allowed to be you in a psychiatrist's office?”
“I gravitated where I knew I coul be. 1didn’t go to my sister because she would cry with

me. 1 didn’t go to the minister because he would have to play a role. " (11)

The centrality of the emotions as an independently operating dimension of one’s mind (and
the concurrent need for a body of expertise and experts) ultimately destroys the essence of
the rational “I”. Most respondents, in this regard, explained that professional help would

only be required when one looses total ontrol.

‘2 years after my mother's death my boys went to the army one after the other and my
husband lost his job after 25 years. That was 3 major losses in 3 weeks. I didn't cope
with it, I went on and on. Two years later I hit the deck and I couldn’t cope. I was deeply
depressed and not understanding hat was there. I went to my GP who referred me to a
professional guy. 1 did need professional help then.”
“Did he help you?”

“Yes. 1 didn’t go for many sessions. The fact that I understood that it was a reaction that
I hadn’t worked through, I had | shed aside, was a relief I realised that this was the
process that had happened.” (11)

As is apparent, this respondent (the sa ¢ full-time counsellor respondent as above) made

extensive use of the psychological discourse to explain and justify her use of professional
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care. Precipitating the problem w: : three major “loses” (a basic psychodynamic
principle) which resulted in a state of “not understanding what was there” (loss of agency).
Professional help was obtained throug medical channels (making it a legitimate medical
problem), which in turn helped her gain “understanding” that it was a reaction she “hadn’t
worked through.” The problem was, in other words, very classically an issue she had

“pushed aside”, i.e. repressed.

Other respondents described similar scenarios, but avoided positioning themselves in this

discourse.

“There is a need for psychiatrists. If your mental state is in a situation where you can't

solve it yourself and you are mentally screwed up the only course open is a

psychologist/psychiatrist.” (F2)

In the above case, the respondent ilh rates a situation of total loss of agency, i.e. the
person is “mentally screwed up” an can’t solve the problem him or herself The
psychological discourse is mobilised, in other words, only when the rational “I”’ has been
utterly destroyed. In such extreme  cumstances there obviously is no alternative to
professional intervention since one’s very identity as a rational being has ceased existing.
Such extreme cases were most often conceptualised as internal ‘defects’; in other words,
the person is a priori “mentally screwt up.” Note below how the respondent identifies

her cousin as a “neurotic” person - the person’s very identity is “neurotic.”

“Different people have different stages, different depths. 1 have a cousin who if she had
been in my position she would ha definitely needed a psychiatrist.”

M: “Not a counsellor?”

“Probably not. She would have needed a psychiatrist. She is totally neurotic. Maybe she
would have gone via a counsellor but in the end she would have needed a psychiatrist.”

1)

A definite hierarchy of well-ness is thus implicit in this discourse, ranging from a still

rational “I” having to deal with mome: : of “emotional unclarity” to the utterly destroyed
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“I” who needs immediate psychiatric intervention. The further one slips down the

hierarchy the further the destruction of 1€ “I”.

3.3. COMPETING IMAGES: MENTAL HEALTH VERSUS MORAL
VICTORY?

; we have seen, the prototypical i :es of good copers and bad copers expressed by
each of the above two discourses, and the processes determining the production of both,
oppose each other quite radically. This is not to say that respondents were either solely
individualistic or solely psychological. On the contrary, respondents tended to slide from
one to the other, using them as rhetorical devices to make sense of different things at
different times. It must be emphasised that reference is being made here to discourses as
abstract objects of study (Parker, 1992), and it as abstract objects that they radically
oppose each other. The individualist scourse assumes rational (cognitive) control over
emotional well-being, whereas the p: :hological discourse puts more emphasis on the
notion of psychic forces (emotional dynamics) operating independently and out of direct
control of the rational “I”. Thus when the psychological discourse frowns upon “facades”
or “illusions” of coping, arguing that one should not attempt to be “tough” or “strong”
since that will only “suppress” the chaotic emotions, it is in another sense attacking the
self-perceived rationality of the “I” and its sense of personal control over mind and body.
This idea of a separate psychic “organ” (over which “experts” are able to give meaningful
commentary) is not just a threat to the extent of the “T"’s | " pov er T s
an assault on its very identity as a rational and cognitive agent. By expressing one’s
emotions and seeking professional hel one is in a sense abandoning the “I” and “giving

in” to the psychic organ.

At the extreme end, the psychologic patient thus exemplifies the failed individualist.
Here is a person who is unable to han¢ his situation, who has compromised his or her “I”
in the pursuit of some vague notion of “psychological integration” or “mental health.”

This person uses “artificial” support ounsellor, therapist, support group), has lost her
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The above quotation effectively illustrates the resistance to a pathologised positioning.
After explaining some of her distress g feelings she qualified her explanation by
emphasising that she did not become “ wrotic”, in other words, she did not become
pathological. Instead she experienced w t she calls “my quite moments”, my temporary
and private moments of grief. Althou; not going as far as claiming agency, she is
claiming ownership of her feelings - those are her moments of grief not open to further

external interpretation.

According to Parker (1992) a discourse can refer to itself and to other discourses. Billig
et al. (1990) put emphasis on a similar otion by illustrating the dilemmatic nature of
“ideologies” (or discourses). According to these authors people need to continuously
argue and debate (either externally or internally) the various dilemmas across and within
discourses, always attempting to reconstruct their lives using the various discourses. Such

debate is effectively illustrated by the quotation below:

“I have lots of support from friends . 1 the church who have prayed for me and with me.
That is why I have never been to a discussion group like this because I never had the
need for it. I am no hero. I have also spent weekends crying when I was down in the

dumps. That was because of my last . emo.” (F2)

Initially this respondent locates himself fir ly in the individualistic discourse by describing
the support he received from his friends and church community (a “natural” source of
support). Perhaps feeling rather out of | ice in what in many ways feels like a support
group (the focus group), this respondent oes qualify his positioning by toning it down.
By using the statement “I am no hero” it can be assumed that this respondent is referring
to the popularised critique against the individualistic discourse that it is “macho”. He thus
explains that he also expressed a great deal of emotions (and thus is also in some sense
positioned as a psychological subject), but ultimately turns back to the individualistic
discourse by attributing this distress to his “last chemo.” In other words, although he
acknowledges his emotional side and the need to express this aspect of the self, he

nevertheless constructs such experiences s temporary reactions to physical pain. It is
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M: “What about support groups?”’
“I feel I don 't need it. I have got fa ly support which is more important.” - (12)

Responses such as the above illustrate the way in which psychosocial services were
sometimes understood by respondents. An assumption was frequently made that
psychosocial care is a form of social pport (as opposed to a form of psychological
treatment). Although the term “support roup” does lend itself to such an interpretation,
it was nevertheless interesting to note 1at respondents generalised the social support
assumption to other types of intervention (counselling, patient visits). This tendency can
be interpreted in light of the individualistic discourse whereby supportive relationships are
constructed as somehow “natural” (i.e. being a relationship of caring between family or
friends). “Therapeutic” or “facilitated” relationships are difficult to make sense of using
this framework, and are thus perceived 1 be “artificial” forms of social support which are
inevitably poor alternatives to the “real” 1ing. The above quotes effectively illustrate the
operation of this individualistic discourse, in the way it constructs psychosocial care as a
lesser form of social support not com rable to the intrinsic value inherent in family
relationships. Note below how the psyc! social care relationship is constructed as inferior

to a “real” relationships since it is ultimately like talking to a “stranger”.

“One doesn't like to burden strangers with your own personal thing. I wouldn't like to
lay my trip on anybody else if I was depressed. I don’t want to rely on a stranger for
support. It is not fair on the stranger....I don't think I would go to a support group and
collapse. In front of people you have be strong and tough. In a group like this I wouldn't
burst into tears. Would you?” (F2)

Psychosocial care givers are “strangers” and as such cannot be used for support. The
individualistic discourse constructs the support group or counselling situation as somehow
perverse, an undignified “collapse” in fr 1t of people who have no intrinsic obligation to
be “burdened” by such an emotional outpouring. As illustrated earlier, the individualistic

discourse is capable of referring to itself from an abstracted position, so that it may
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reconstruct itself in the face of mounting pressure from opposing frameworks. In the
above case, the respondent acknowledges that “in front of people you have to be strong
and tough”, in other words, acknowledging that one may actually feel very different to the
Jacade one is presenting to the world (thus slotting into the psychological discourse).
Nevertheless, the argument ultimately is still framed within the structures of the
individualistic discourse, since the expression to “strangers” of how one may actually feel
is somehow still not “fair” (to the strar r) or “natural” (she is not “capable” of doing
such a thing). The argument is implicitly carried forward to the conclusion that such an
expression of emotion is justifiable only in the context of more “natural” (family, close

friends, priest) relationships.

“If you have got something that bothers you can go to your priest.”
M: “Does that help for you?”
“Yes. He is always there to say something that makes me feel better. " (F2)

As explained earlier, the criteria framing what may be regarded as a normal or real
relationship within the bounds of the in vidualistic discourse also encompass what may
loosely be called the “ability to relate to the person”. This relatedness, as illustrated
above, is implicit in relationships with family, close friends, and in some cases one’s priest
and/or doctor. In other words, the potential that family members will “relate” to each
other is very high. The extent of this potential in other relationships was also extensively
discussed, (and thus constructed), as p aining to issues of class, cultural background,

and personal experience (see the section :low on fellow patients).

“It has to do with one’s environment. You don't play with friends whose father is a
doctor or psychologist.. If a labour  was sitting in the chair I would feel happier. It is a

different feel of a person to get used to.” (F1)
The above respondent from an underprivileged background explains, therefore, that he

would have difficulty relating to a psychologist since he or she would be so far removed

from his “environment” (which in turn as an unavoidable influence on the “feel of a
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person”). Far from being a neutral, non-judgmental professional or scientist, the
psychosocial professional is in contrast constructed as a person from a distinct social class
with a particular personal identity rooted in such an “environment.” The psychosocial
professional is simply another person who happens to be too far removed socio-
economically and as a result would be exceptionally difficult to “relate” to in any “real”

manner.

The above quotations and discussions have illustrated how the individualistic discourse
constructs relationships between people as somehow needing to be “real” or “natural”.
The question therefore remains: what of the people who do end up using psychosocial
care? How do respondents make sen of such behaviour in a humane manner (i.e.
without dismissing it as simply perversc ~ When asked to describe the types of people
who do attend support groups or other forms of psychosocial care, responses such as

below were typical.

M: “Who do you think goes to support groups? "
“Someone who is feeling lonely, somebody not coping well or they haven't got family

support.” - (12)

In light of the individualistic discourse, 1e user of psychosocial care is therefore again
constructed as somebody “abnormal”. "~ is unfortunate lacks normal family relationships,
is lonely, and is not coping well - a pretty dismal situation to be in and a true victim in all
its senses of the word. Here we find tl individualistic loser, the destroyed “I”, who is

victimised and medicalised and thus needs to be cared for.
Psychodynamic discourse as “culture”: those silly Americans
The individualistic discourse was clearly dominant in most of the interview material, and

although the psychological discourse w . frequently referred to (since it was the very

topic under discussion), it was more often than not re-constructed so that the
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“My symptoms were itchiness..my doctor wasn't concerned about it..ENT
specialist..gave me thorough examination. R450 later I was told there was nothing
wrong with me... | even went to a n specialist... I started reading through books on

lymph glands... I told the doctor I had Hodgkin's disease.” (F2)

Ultimately, however, the doctor is the p: 1to cure and as such must receive the respect of
the majority of patients. Tishelmans and Sachs (1992) have noted, for example, how
dissatisfaction with one’s medical care is exceptionally difficult under circumstances of
such dependency. When living with su  a severe and stigmatised disease as cancer, one
may find it essential to maintain a “blissful ignorance” or unquestionable faith in the
expertise and good intentions of one’s treating medical staff. It is such an adherence to
what in many ways is an exceptionally t1 litional medical discourse, which could maintain
a reasonable sense of order in a situati | so marked by disorder (Tishelmans & Sachs,
1992). Such “blissful” faith in traditional authority figures is nicely illustrated by some of

the qualitative responses to the survey qi stionnaire :

“I have a positive attitude and feeling about things, because I co-operate with the doctor and
treatment and above all I am a Christian and I trust God for his will and his purpose in life.”

“I have complete faith and trust in my doctor and surgeon, as well as my treatment..”
Tishelmans and Sachs (1992) found, however, that respondents in their sample expressed
no interest whatsoever in psychosocial care or the services of a psychologist. To

illustrate, they would receive typical resp 1ses such as the following:

"_..but to tell the truth, I don't believe much in that kind of thing, I think psychologists are
a little silly." (Tishelmans & Sachs, 1992)

Tishelmans and Sachs’s (1992) study respondents instead explained that they received
most of their support from close family . d friends, with some explaining that they might
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“If a psychiatrist has been throuy it then he will be the ideal person. [Because he
knows practically.]” (F1)

“l don't mean all psychiatrists have to get cancer. If that psychiatrist got cancer
somewhere in the relationship towards me as a patient he might get through to me. If

that happens I can relate to him in the same manner.” (Fl)

By knowing “practically” the psychiatrist might get “through to me” (to the “I”’) and thus
“relate” in the “same manner”. In a cn 3 manner, therefore, the respondent is resisting
the power and dependency inherent in 1 : professional relationship. Where is the power
though, the well-intentioned psychosocial professional may ask. The power quite
evidently lies in the clash between the lional “I”, the controlling agent of subjectivity,
and the psychological psyche, the er tionally chaotic, out of control mind. The
psychological psyche and the associat: professional required for “clarification”; is a
direct threat to the hegemony of the ratic al “I”, to his or her ability to claim ownership of
thought, feeling, body, and ultimately, personhood. This, therefore, is the crucial
difference between a ‘mind’ doctor and ‘body’ doctor: A medical doctor takes care of
the material body, something fundameni y separate to the rational “I”’, and as a result is
not threatening to the rational “I”. psychological professional, however, asserts
expertise over the rational “I” and transforms it into a psychologized psyche. I, as a
conscious and rational being, become simply another medically scrutinised object,

something comparable to the pancreas.

Note below how a respondent attempts to steer the ‘problem’ away from the
mental/psychological domain to the “pr. :ical” domain of the cancer. The problem, and

there certainly is one, is not a mental or psychological thing, but is the cancer.

“I read in the library books by urnalist who had studied the medical field. If a
psychiatrist had gone to that trouble and studied medicine and had almost done a thesis
on what he thought the possible causes of cancer were and there was a talk on that then

I'would go see the psychiatrist.” (F1)
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Note above how this respondent, with hindsight, felt she might have needed professional
help, since there were times when she « ild not attribute the depression to any rational
reasons. Such psychologization of the ; t did occur quite frequently in the focus groups
and interviews (see below), but little dication was given as to how people might
construct their experience at the actual time of distress, a construction which prevented
them from seeking professional help. One possible way was illustrated by the respondent

below in an individual interview.

“You feel at times like a wounded a mal and what a wounded animal does is that it goes
into a corner and it just lies down and wants to be left alone. You get those feelings.
There were times when I just wanted to be left alone. Perhaps when I recovered I should

have gone a support group.” (11)

Here the respondent constructs her experience using a creative analogy. Like a wounded
animal she wanted time alone so she co d “lick her wounds” in private. Aspects of the
individualistic discourse are thus expres 1 in the way she felt the need to deal with her
suffering alone, to face it as a being living in the tough animal world would. Note how she
qualifies this response by reflecting psyc Hlogically on the experience, suggesting that she
might have benefited from a support gro 1 affer the main period of suffering. Besides the
obvious question of “why then”, when she had “recovered” already, it was also
noteworthy how she selected a less p1 ‘essionalised form of psychosocial intervention

ng the psychol C ). Being challeng  on this response, she outlines
first the hierarchy of professionalism (a the concurrent descent into destruction of the

rational “T”).

M: Not a psychologist?
R: “I don’t know. I would have sta 'd with a support group. If that hadn't helped me I
would have gone to a psychologist. If that hadn’t helped me I would have gone to a

psychiatrist.” (11)
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At this point in the interview I assumed she was attempting to de-pathologize (de-
professionalize) her experience and thus tried to ‘help her along’ as it were, clarifying
what she was ‘actually’ attempting to say (possibly culminating in an interest in less
professionalised services such as suppc groups). Up to this point in the interview, the
respondent had made liberal and sophisticated use of the psychological discourse, making

ase of her own (past) experience, an the supposed benefits of psychosocial care. On
being confronted by a personal (although mild) positioning in this discourse (led by her
own trail of reasoning), note how the flow of discourse is abruptly altered; - the

psychological discourse self-destructs and the rational “I”” cries out desperately.

M: “So a support group is softer in a sense. It doesn 't have the connotations of ‘I am ill,
1 need treatment.’”
R: “I just felt I had cancer, I was aving treatment. [ didn't feel well. I didn't feel like

going along to a meeting hearing ¢ wt other people s ailments. It was too much.” (11)

The above slice of discourse offers a possible understanding of why people with cancer are
resistant to using psychosocial care, even when some of these people are reasonably
familiar with, and sympathetic towards, the psychologi ' discourse. So far a description
has been provided of how responde; ; manage to use both an individualistic and
psychological discourse, and how the psychological discourse is repeatedly reconstructed
so that it “fits” the individualistic framework. Ultimately, however, this is talk from the
cc orts of """ds"t. 1 pond s w able to rel t on their experiet ; from a
position of relative wellness (although some of the respondents scored “depressed” on
various rating scales none showed any ins of serious distress at the time of interview),
and thus could sit back and “play” as it ere with the psychological discourse. The piece
of conversation above, however, sugg: s that under times of serious distress no such
room for “play” is available, and that the rational “I” is fighting a bitter battle for survival.
In other words, it is suggested that under times of distress, the very time when help
seeking behaviour should be motivated, is exactly the time when the rational “I”’ is most

stubbornly clinging onto a notion of rat nal and moral victory. It is the time when the
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with an area of medical and scientific concern. As such it does to an extent align itself
with medical practice, in the sense that psychological “morbidity” is targeted with
“interventions” so that “mental health” may result. As such, practical issues should not be
a major concern, since one does not generally question the necessity of “health”. Just as
even the poorest seek medical help (although they do to a lesser degree than the rich), so

they s* ild seek psychological help.

The intended recipients make sense of their lives using an individualistic discourse,
however, and as such construct the psychological domain (including the professional
system) as either referring to extreme pathology or madness, or as a ‘cultural’ whim or
trend. As such, psychosocial care is either perceived as profoundly threatening, or as
rather arbitrary and inessential. Any ber it inherent in psychosocial care is deconstructed
to ordinary, every day type human interar on, no different to friendship. Why bother with
psychosocial care therefore? Why use two valuable free hours a week to participate in a
support group, why spend time and money transporting oneself to the venue, or why pay
someone money just to talk to that pers 1 (pull out a fancy instrument and the situation
might be different)? Why do all of that if all that follows is an oppressing gaze eating

away at one’s sense of personhood?

S. THE PLACE OF THE VARIOUS TYPES OF PSYCHOSOCIAL CARE

Tl above d ‘wssion ¢ t with the two promii 1t discour and t! variov rhetorical
strategies used to affirm dominance of t : rational “I”’. Psychosocial care was roughly
placed within the psychological discourse in this regard, without paying much attention to
the differences between the various types of intervention. Respondents did distinguish
between various types of care, however, distinctions which in turn slot into the discursive
framework discussed above. As such, a1 ire detailed outline of the way the various types

of care were discursively constructed shall now be provided.
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the rational “I’. ‘Real’ relating between participants can take place because they have all
had similar experiences. ‘Encouragen 1t’ and ‘moral’ support can be exchanged, and
perhaps most importantly of all, the ultimately private experience of suffering and
emotional chaos is legitimised an normalised, instead of pathologised and
professionalised. This to a large extent seems to explain the difference between self-help
groups and professionally run groups. Professionally run groups, at heart, are still
profc  nal services (concerned with therapeutic and clarifying aims), whereas self-help

groups revolve around the legitimisation of ‘my’ feelings.

Patient visits

The concept of patient visits was subje :d to similar rhetorical strategies as the concept
of support groups was. On the one hand, a visit by a veteran patient is rather artificial and
absurd (in terms of the individualistic fr.  ework), and thus is difficult to take seriously.

“RfR came to visit us and it was really a joke. I was trying to be serious. She said she
also had cancer and she could pick up her arm and with this she took out a prosthesis
which was warm still from her body and she ‘here.’ None of us wanted to hold it. We
laughed so much that the sister h 1 to tell us to shut up. At that time you are quite
hysterical..If you don 't laugh you will go crazy....But she did her job well and it was kind
of her to come because maybe none of us would have known what to have done and if
you were stuck for a boob you could always go and find one where she was... It was lucky
we could laugh about it otherwise we would have cried. It is like when you go to a

funeral and you laugh.” (F2)

As mentioned by the above respondent, e notion of patient visits can nevertheless not be
rejected outright, since even within an individualistic framework they could still be useful.
Personal and practical information is not only useful, but also eases some of the anxieties

about what lies ahead, and normalises one’s own sometimes chaotic emotions.
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M: “In the questionnaire you mentioned that it would be a good idea for a veteran
patient to visit a new patient. Is that a good idea?”

“Yes, it let’s new cancer patients know how the others coped with the pain and sickness.
I spoke to one or two on a long ter basis. It is good to know what they went through. It
is nice to know how long they have had treatment for, what type of cancer they had and
where they had it.” (12)

“My friend’s husband got cancer a while back and all I could do was tell him that if he

felt this or that he shouldn't be a. 'med, it is normal. He was very grateful to me for
telling him that. He had to go to be measured by the radiologist and I explained that to
him which was a help. In that | le way it helped him. His wife told me he was
complaining of tiredness. I spoke to him sternly and said 'you must listen to your body.
That is what the doctor said. If you feel tired be tired and relax. Don't feel guilty about
it’, which was some of the emotions I went through until the doctor said to me ‘listen to
your body." I always felt guilty because I wanted to rest or sleep. That is how I helped
him. Little things like that can help. " - (11)

6. THE ROLE OF FELLOW PA [ENTS: THE WAY FORWARD?

The results of the questionnaire survey showed that respondents were amenable to the
idea of fellow patient support. The relatively high interest in the least professionalised
psychosocial services affirmed this theme. In the previous discussions I alluded to the idea
that respondents are only re_ ting the sychological discourse becau: it th tens tl

dominance and survival of the rational “I”. In other words, only the professionalised and
pathologised discourses are rejected - not the actual base idea of meaningful human
interaction.  Within the individualistic discourse, such ‘real’ human interaction is

furthermore ‘natural’ and/or ‘normal’, if not essential.
Although such ‘real’ relationships occur 10st frequently between family, friends, religious

fellows / priest, and sometimes one’s doctor - only ‘natural’, rational, or traditional links -

they can also occur between people who have encountered (or endured) similar
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CONCLUDING DISCUSSIONS

1. A SUMMARY OF RESULTS

This thesis has attempted to accomplish two tasks. At one level it tried to provide some
explanation as to why people with can r resist various forms of psychosocial care. At
another level, however, it has attem :d to challenge the seemingly straightforward
relationship between psychosocial oncology, psychosocial care, and the person with
cancer. How should we understand the erson with cancer, and how is he or she reacting
to the statements coming from psychosocial oncology and psychosocial care? In other
words, how is the person with cancer reacting to our academic and professional attempts

at understanding (and helping?) the person with cancer?

Psychosocial oncology informs us that a significant proportion of people with cancer
experience significant levels of psychol ical distress. Such was made clear in chapter 1.
The discipline has also shown, however, that various forms of psychosocial care can
alleviate such psychological distress. Halfway through ch: ter 2, therefore, the
relationship seemed quite clear. People with cancer suffer from ‘psychosocial problems’
and vanious forms of ‘intervention’, ‘treatment’, or ‘care’ are available to alleviate such
‘psychosocial problems.” People with cancer should, logically speaking, be utilising such

services.

Serious criticisms have however been levelled at the system of psychosocial care, putting

into question the way most forms of psychosocial care have been conceptualised (Chesler,
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According to some authors (e.g. Frosh, 1991) the current (post-modern) fragmentation of
self and culture is not an easy load to endure. We are, in many ways, becoming
‘narcissistic’: craving for emotional sati iction, we continuously evaluate our ‘selves’ as
they appear to others, becoming obsessed with roles. In response to this ‘crisis of the
self” - this tension - we try to construct a stable self which makes sense of and integrates
the various forces impinging on us - forces which, because of their fragmenting and
contrasting nature, always seem to have 1e power to tear us apart (Frosh, 1991). Under
ordinary circumstances, however, most « us appear to deal with the fragmentary reality in
a relatively adaptive manner. Either we celebrate our post-modern diversity, and take joy
in difference and change (Deleuze & Guattari, 1972; Fox, 1990), or we somehow
construct a stable sense of self and mez g. And yes, most of us do suffer from a certain
emptiness and emotional depletion, but it is bearable and certainly no worse than the way

things could be, either in the past or in poverty stricken areas - violence, poverty, etc.

The person with cancer presents a distii t case, however. When diagnosed with cancer,
the bounds of one’s meaning structure are tested to their limits (Moss, 1992). A diagnosis
cuts across stable patterns, instantly des >ying previous life goals and expectations. The
person needs to ‘digest’ these changes, and then commence with a careful reconstruction
of the shattered self, somehow creating some sense of order and meaning. One could
argue that the threat of death adds a distinctive dimension to the narrative process,
emphasising the ‘meaningfulness’ of life 1d the “er-life. Such meaningful narratives are
not dreamt up from the depths of mind, however, but external discursive resources are
accessed, via a continuous process of d ussion with self and others; reading, observing,
generally engaging with the world. From a discursive or narrative position, such, it

appears, is the ‘coping process.’
The person with cancer, in this regard, constructs his or her experience using discourses

which have something to say about life with cancer; discourses which perhaps most

importantly, inform the sufferer how to go about dealing with the situation. He or she
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Both discourses have been extensively described in chapter 5, as have the rhetorical
strategies used to ensure domination f the rational ‘I’. Unexamined, however, is
psychosocial oncology’s relationship w 1 these discourses. Certainly, both discourses
flow through popular culture, but what has psychosocial oncology, as a science and
practice, to say about them? How do« the discipline of psychosocial oncology and its
associated system of psychosocial care ‘recycle’ (Parker, 1991) the present discourses
back into culture, and ultimately back i1 » the lives of people with cancer? These issues

will be briefly discussed in the following two sections.
2. PSYCHOLOGICAL DISCOURSES AND PSYCHOSOCIAL ONCOLOGY

As discussed earlier, people with cancer e presented with a system of psychosocial care,
expressing itself as various types ¢ intervention, media advertising, pamphlets,
‘psychological’ literature, CANSA offices, etc. etc. The discourse analysis showed that
psychosocial care, and in particular the more professionalised services, were understood in
terms of a psychological discourse infused with psychodynamic principles. Respondents
would talk about needing “some clarification”, wanting “my emotions explained”, and
understanding “reactions that I hadn’t worked through.” Psychodynamic theory certainly
has infused popular culture (Parker, 19 ), and it is thus not surprising that lay people
categorise all types of ‘psycho-’ services and professionals in the psychodynamic camp. In
d u w1 . tosc . for i unc stc lin _ _chodyn: ¢
terms because this is the only terminc gy people have available to them to describe

‘psycho-’ matters.

Within such psychodynamic terminology, we are all, to varying degrees, ‘traumatised’ (or
neurotic) individuals. The relative peace of rationality and sanity, according to this model,
is very often just a facade covering a chaotic cauldron of fantasies and pent-up emotional
energy. Consciousness, in other words, is just the tip of the ice-berg of who we are, with

the result that the rational agent in firm control over his or her thoughts and feelings
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‘inner’ was partly accomplished by ass iating it with a hierarchy of professional status
and expertise. Only clinical psycholc sts (as opposed to counsellors), for example,
appeared to have the skill to deal with ‘deep, underlying psychological problems.” Only
such experts could help the applicant ‘u :over’ and ‘clarify’ hidden conflicts and motives.
Respondents in this study appeared to = prey to similar associations. When confronted
with the idea of seeing a psycholc st, many respondents would talk about the

‘clarification’ of ‘deep’ emotional issues.

The psychologised individual, therefore, is faced with an incredibly complex and out-of-
awareness self. Ironically, however, the ideal (successful) psychologized individual is the
integrated individual; a self-knower wh is at least partly in control over the ‘complex’
aspects of the self. Therapy, in this regard, aims to bring into awareness what was
repressed, and thus strengthen the rational and realistic ego. In light of our broader
metatheoretical stance, some problems are thus immediately apparent. For one, the
approach makes the implicit assumptic that such a ‘deep’, ‘real’, and perhaps even
unified (or coherent) self exists, and secondly, some commentators have questioned the
assumption that the self-knower is actually better off in terms of psychological well-being
(Wicklund & Eckert, 1992).

Be that as it may, the psychologized individual is expected to embark on a thorough
process of self-reflection and self-consc isness, i.e. he or she needs to ‘cultivate’ the self
(Ro 1 ), p.197). Parker (1992),in is ard, . s noted how psychodynamic theory
has woven itself through Western culture with two implications. Firstly, it offers a
vocabulary to lay people which allows 1em to explore and reflect upon emotions and
relationships, keeping in mind the br« der aim of self-revelation and self-fulfilment.
Secondly, however, “it operates as a way of talking about repression and the unconscious
which draws the speaker into the peculiarly vicious spiral of confessional reflexivity”
(p-104). The ‘real’ self, in this regard, r. ains eternally elusive since the expert and his or
her realm of expertise, claim hegemony over aspects of the self which the client cannot

know or understand without help (the ‘deeper’ side).
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To conclude, the psychodynamic disco se presents us with a dilemmatic state of affairs.
On the one hand, we are asked to recc ise a deeper and more complex side to ourselves;
an ‘inner world’ of infantile fantasies, tensions, and emotions. We are told that the
dynamics in this inner, but unconscious world, to a large extent determine who we are,
and what we think, say, and do. On the other hand, however, we are presented with an
ideal, integrated self, the self-knower. In order to attain this state we need to ‘think’
about our emotions (Emanuel, 1992), bringing into consciousness what was unconscious,
and ‘working through’ unresolved infantile tensions and conflicts. We are told to express
our emotions and to grieve over our multitude of losses (Barraclough, 1992). Only
through such ‘insight’, or confessions, ‘¢ we able to make progress toward integration.
In light of the ‘depth’ of the unconsciot and its ego-protective defences, however, we are
hardly expected to make progress on ur own. On the contrary, the very idea of an
unconscious entails a body of expertise and experts of it, and as such we are asked to
consult such experts for the necessary ego support, interpretations, and psychotherapeutic
frame. The discourse analysis furthermore illustrated, however, that the relationship also
runs the other way. The very notion of a psychological expert carries with it the
implication that a part of the self or ‘mi |’ is open to expert examination, and thus closed
to lay (me) examination. In other wor , all of the psychosocial services that depend to
some extent on the participation of a psychological professional, carried with them certain

basic psychodynamic implications.

In the survey it became apparent that people with cancer seem to have a particular strong
aversion to exactly these more professic alised forms of psychosocial care. The discourse
analysis, in turn, showed how this resi: ince revolved around the survival of the rational
‘I". Instead of expressing emotions, and succumbing to the ‘expertise’ of psychological
professionals who could ‘clarify’ and elp ‘work through’ one’s emotional problems,
respondents expressed fighting spirit, positive thoughts, and a faith in their ability to ‘keep
the mind right’. The psychological discourse, in other words, clashed with a dominating

individualistic discourse which prized the virtues of rationality and moral strength.
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3. INDIVIDUALISM AND PSYCHOSOCIAL ONCOLOGY

Individualism and the ideological impe ives of maintaining hope and good morale are
easily recognisat in the popular culti 3 surrounding cancer. Saillant (1989), in this
regard, identified and elucidated a new discourse on cancer; one centred on survival rather
than death. This discourse, which Saillz feels is embodied in the north American cancer
education campaign slogan; ‘we can b« cancer’ (and here in South Africa, CANSA’s
‘Cancer can be Beaten’ campaign), resulted in a new category of patient: the hero-victim.
Survival, in this sense, is strongly associated with values such as fighting attitude, courage,
and positive attitudes. The following 1otes in a recent CANSA publication serve to

illustrate the presence of the individualist  discourse in popular cancer media.

“Shining example of hope and courage.” (Hope in Action, 1995, p.1)

“...1s a shining example of a brave little 9y who has never once expressed any bitterness
about his disease.” (Hope in Action, 1995, p. 1)

Such themes clearly infuse Western cul re and are images most of us strive toward in
daily life. And as shown in the discourse analysis, people with cancer in particular appear

to feel the need to emulate these inspired images of mental strength, courage and dignity.

Psychosocial professionals could argue, however, that such values are destructive macho
attitudes preventing the integration of a real and honest self. The hope could be expressed
that once people become honest with themselves, and look inward, they will start seeking
out professional help. Individualism, in other words, is ‘culture’ and psychodynamics is
‘reality.” The conceptual difference between cultural values and scientific facts collapses,
however, when we examine the way ‘science’ recycles ‘culture’, and ‘culture’ recycles
‘science’ (Sampson, 1985, 1993). It has been argued, in this regard, that psychodynamic
theory is neither ‘science’ nor ‘culture’, but is a particular discourse which constructs

‘deep’ inner realities (Rose, 1990). Professional and academic practices prove the ‘truth’
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not since such expert intervention threa 1s the very idea that they would be capable of
‘keeping their mind right’. It implies that they may not be coping so well, and that they
may not know why they are not coping so well. In come the psychological discourses,

with the assertion that one’s rational ‘I’ : 1y just be a naive delusion.
4. CANCERAND THE INDIVIDU LISTIC IMPERATIVE

This study has illustrated how the persi with cancer is able to make sense of him- or
herself in two rather contrasting manners; one necessary and one, because of the other,
impossible. The necessity of the individualistic discourse could be questioned, however,
since if it is ‘just’ a discourse then why could it not be transformed or resisted, and what
about alternatives? Certainly, people cot | obviously make sense of their lives in different

manners, even in ways which could allow an incorporation of psychological discourses.

The individualistic discourse embodies a theme, however, which could be regarded as
imperative to the person facing a life-t! ‘atening illness. As the body degenerates and
threatens to stop functioning all together, so the sufferer may begin to wonder what is left
of who he or she is. The illness may progress, perhaps to the stage where the sufferer is
barely able to recognise him- or herself in the mirror. Even at this stage, however, there
will still be a relatively rational, self-awa ‘I’ gazing upon him- or herself. It is this ability
to think, and most importantly, to imagine a situation that is different, which affirms a
sense of being alive. Fox (1990), draw g on the work of Deleuze & Guattari (1972),
describes this elusive ingredient to being as ‘Desire’: a libidinal force which enables and
‘de-territorializes’ the body inscribed (ar fixed) in discourse, allowing it to be other than
it is, and thereby resist. One can compare it to Nietzsche’s passionate will-to-power,
Robert Pirsig’s (1972, 1992) sense of Dynamic Quality, the Taoist Qi, or more simply,
that which makes us, as agents and pers. s, feel alive.

Under ordinary circumstances people may allow a receding of the rational ‘I’ We can

play with the idea of our unknown self 1d unconscious, and also play with the idea of
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consulting a therapist, knowing, however, that we are still very much alive as persons.
When confronted with a chronic life threatening illness, however, the task to hang on to
one’s sense of .csire may be despe e As one’s body stops co-operating so the
individualistic discourse offers the possibility of maintaining a fighting spirit (mentally and
spiritually) and a sense of ‘dignity’ (a; n mentally or spiritually). By maintaining the
rational ‘I’ and one’s faith in one’s ow ability to reason and control emotion, so one’s

sense of ‘being’ remains intact.

According to Fox (1990), there would certainly still be room for ‘caring’, but in a slightly
different  se to the expert-pat 1t se1 : we have become accustomed to. Fox, in this
regard, drew on the work of Cixious to describe the ‘Gift’ relationship. Such are open-
ended, trusting relations of generosity, in which one person invests another with the gift of
his or her desire. In this way the sufferer is not inscribed by a host of professionalized
discourses (e.g. medical, psychodynamic, etc.) but is supported in his or her attempts at

‘becoming other.” The cared-for is inve 3d with the power to ‘become.’

5. SUGGESTIONS FOR FUTURE RESEARCH: PARTICIPATORY ACTION
RESEARCH

This study has taken a critical stance to mainstream positivist research methods in
psychosocial oncology. The primary focus, in this regard, has been on the inability of this
approach to develop cost-effective interventions, which both addr  relevant p

and are acceptable to consumers. Psychosocial oncology and its associated system of
psychosocial care are unavoidably s political activities. Its metatheoretical and
professional roots have ensured, in this regard, that psychosocial problems and
interventions are conceptualised in terms that are unfamiliar or threatening to the person
with cancer. Due to this academic and professional hegemony, hundreds of studies are
published and numerous conferences are organised throughout the world, which ultimately
have little influence on the life of the person with cancer. Attending such a conference,

and listening to numerous papers on psychosocial issues and interventions, I was struck by
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6. PSYCHOSOCIAL CARE FOR1 DJPLE WITH CANCER:
RECOMMENDATIONS

The presentation of an ideal system of | chosocial care, based on the present empirical
findings and theoretical conclusions, will serve as the recommendations for improvements
in psychosocial care. It must be emphasised that the following suggestions cannot be

ited as more than that, since an ‘ideal’ system would be dynamic, patient-driven,
context-driven, and problem focused (Cl ler, 1993). Nevertheless, the present result do
indicate certain suggestions. The ideal s1 em, it is envisaged, would consist of two levels
of care, based on a closer partnership between professional and consumer (patient)

(Brennan & Sheard, 1994, Jacobs & Goo nan, 1989).

Firstly, a non-professionalised consum: friendly system would attempt to establish
contact with as many patients as possib This level of intervention would, as far as
possible, be patient run and managed. Newly diagnosed patients would be offered a visit
by a veteran patient trained in basic cous :lling skills. Pamphlets and newsletters would
also keep patients informed about accessible ‘self-help groups’, ‘informal gatherings’, and
‘seminars.” This system would aim to provide patients with additional support, focusing

primarily on the provision of information, the sharing of experiences, and ‘moral support.’

The prevention of psychosocial problems would be an additional function of this level of
« 3 e active coj’ d contim 1s n at with tt world v "7 T

encouraged. Problems can be dealt with before they manifest as ‘clinical depression’ or
other pathology. The problem, furthermore, would be conceptualised in terms familiar to
patients themselves, as will the ‘interventi 1.” The emphasis here is on keeping matters as
grass-roots and common-sensical as possible. At this level of care, respect for the
authenticity of the patient’s experience is vital. The regular input from professional
‘consultants’ would ensure that staff are lequately trained and supervised. Lastly, this
level of care would serve as a screening system for serious psychological morbidity. By

maintaining contact with as many patients as possible, the chances of detecting
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Do you feel fellow paticnts can possibly understand the problems and concerns you have

encountered?

Notatall ( ) Somewhat( ) Very much so( )

Do you feel fellow patients could pos Hly have helped or supported you in dealing with

the problems you have encountered?
Notatall ( ) Somewhat ( ) Very muchso( )

Do you feel you could possibly be of any help or support to other people with cancer?
Notatall ( ) Somewhat () Very muchso( )

Why do you think fellow patient can, or cannot help and support each other?




Do you fecl fellow patients can possibly understand the problems and concerns you have

encountered?
Notatall ( ) Somewhat( ) Very muchso( )

Do you feel fellow patients could possibly have helped or supported you in dealing with

the problems you have encountered?
Notatall ( ) Somewhat ( ) Very muchso ()

Do you feel you could possibly be of any help or support to other people with cancer?
Not at all ( ) Somewhat () Very muchso( )

Why do you think fellow patient can, or cannot help and support each other?






















Table 14: Means and two-sample t-test p values for respondents expressing no
interest versus some interest in a copi  skills course, on age, psychological distress,
social support, and attitudes toward fellow patient support.

Variables No Some t value df P
interest  interest

N 65 19
% of total sample 77.38% 22.62%
Demographics
Age 55.98 47.89 2.957 33 0.006 S
Psychological distress
HADS:Depr 3.09 4.74 1.713 24 0.100
HADS:Anx 5.80 8.95 3.086 34 0.004 S
BDI 6.80 9.42 1.417 31 0.167
Support
Family 5.52 4.79 2.178 22 0.040 S
Friends 5.05 4.89 0.717 27 0.479
Doctor 5.69 542 1.148 24 0.262
Attitudes toward fellow patient support
Understand 2.69 2.84 1.386 41 0.173
Support 2.49 2.58 0.484 28 0.632

Other 2.69 2.68 0.063 32 0.950




Table 15: Chi-square values for respondents expressing no interest versus some
interest in a coping skills course, on “/ ce”, marital status, earning status, and time
since diagnosis.

Variables No Some chi sq. df significant
interest  interest value

N 65 19
% of total sample 77.38%  22.62%

“race”
white 30(30.6) 9(84) 0.118 1 NS*
coloured 36(354) 9(9.6)

Marital Status
Married 44(45.7) 15(13.3) 0.891 1 NS*
Single/D/W 21(19.3) 4(5.7)

Earning status
1 33(332.5) 995 0.068 1 NS+*
2 32(32.5) 10(9.5)

Cancer stage
1 13(14.7) 6(4.3) 1.565 3 NS*=*
2 27(27.1) 8(7.9)
3 12(10.8) 2(3.2)
4 13(124) 3@3.6)

Treatment stage
Radical 6 (8.5) 525 4237 2 NS**+
Palliative 23(209) 4(6.1)
Remission 36 (35.6) 10(10.4)

* critical value at p<0.05= 3.84

*® critical value at p<0.05= 7.82
ekl critical value at p<0.05= 5,99



Table 16: Means and two-sample t-te p values for respondents expressing no
interest versus some interest in a professional support group, on age, psychological
distress, social support, and attitudes toward fellow patient support.

Variables No Some t value df P
interest  interest

N 59 25
% of total sample 70.24%  29.76%
Demographics
Age 56.58 49.04 3.164 65 0.002 §
Psychological distress
HADS:Depr 2.95 4.56 1.997 40 0.053
HADS:Anx 572 8.19 2.371 49 0.022 S
BDI 6.46 9.37 1.633 47 0.109
Support
Family 5.58 4.89 2.571 36 0.014 §
Friends 525 4.74 1.601 40 0.117
Doctor 5.72 5.44 1.380 38 0.176
Attitudes toward fellow patient support
Understand 2.68 2.81 1.250 68 0.216
Support 2.47 2.59 0.821 62 0.415

Other 2.68 2.70 0.170 59 0.866




Table 16.1:Chi-square p values for 1 ;pondents expressing no interest versus some
interest in a professional support group, on “race”, marital status, earning status,
and time since diagnosis.

Variables No Some chi sq. daf significant
intere interest value

N 57 27
% of total sample 67.86%  32.14%

Nraceﬂ
white 29 (26.5) 10(12.5) 1.411 1 NS*
coloured 28 (30.5) 17 (14.5)

Marital Status
Married 38(39.4) 20(18.6) 0.470 1 NS*
Single/D/W 19(17 ) 7(8.4)

Earning status
1 29 (28.5) 13(13.5) 0.0546 1 NS*
2 28 (28.5) 14 (13.5)

Cancer stage
1 12 (12.9) 7(6.1) 2253 3 NS*#
2 24 (23.8) 11(11.3)
3 8(9.5) 6 (4.5)
4 13(10.9) 3 (5.1)

Treatment stage

Radical 7(.5) 435 0715 2 NS***
Palliative 20 (18.3) 7@8.7
Remission 30 (31.2) 16(14.8)

* critical value at p<0.05= 3.84

ok critical value at; 1.0 7.82
okl critical value at p<0.05= 5.99









Table 18: Means and two-sample t-t : p values for respondents expressing no
interest versus some interest in an in rmal gathering, on age, psychological distress,
social support, and attitudes toward fellow patient support.

Variables No Some t value df P
interest interest

N 47 37
% 55.95%  44.05%
Demographics
Age 56.19 51.57 1.835 79 0.070
Psychological distress
HADS:Depr 3.26 3.73 0.668 73 0.506
HADS:Anx 6.34 6.73 0.395 79 0.694
BDI1 7.23 7.59 0.227 82 0.821
Support
Family 5.57 5.08 2.127 57 0.038 S
Friends 5.00 5.19 0.692 76 0.491
Doctor 5.74 5.49 1.511 64 0.136
Attitudes toward fellow patient support
Understand 2.64 2.84 1.934 80 0.057
Support 249 2.54 0.345 75 0.731

Other 2.70 2.68 0.237 81 0.813







Table 19: Chi-square p values for res
interest in a patient visit, on “race”, |

yndents expressing no interest versus some
writal status, earning status, and time since

diagnosis,
Variables No Some chi sq. df Significant
interest  interest value

N 28 56
% 33.3% 66.7%

"race
white 12 (13) 27 (26) 0.215 1 NS*
coloured 16 (15) 29 (30)

Marital Status
Married 19 (19. 40(39.3) 0.114 1 NS*
Single/D/W 9(83) 16167

Earning status
1 20 (14) 22 (28) 7.714 1 S*
2 8 (14) 34 (28)

Cancer stage
1 46.3) 15(12.7) 12.085 3 S**
2 8(11.7) 27(23.3)
3 5@.7) 9(9.5)
4 11 (5.3) 5(10.7)

Treatment stage
Radical 43.7 7(73)  9.969 2 S***
Palliative 15 (9) 12 (18)
Remission 9(15.3) 37(30.7)

%%

kR

critical value at p<0.05= 3.84
critical value at; .0 7.82
critical value at p<0.05= 5.99



Table 20: Means and two-sample t-t
interest versus some interest in a pat

. p values for respondents expressing no
1t visit, on age, psychological distress, social

support, and attitudes toward fellow atient support.
Variables No Some t value af P
interest  interest
N 28 56
% 33.3% 66.7%
Demographics
Age 57.81 52.80 1.802 46 0.078
Psychological distress
HADS:Depr 2.63 3.93 1.955 67 0.055
HADS:Anx 430 7.61 3.554 62 0.001 S
BDI 544 8.51 1.709 50 0.094
Support
Family 552 5.27 1.139 65 0.259
Friends 5.19 5.02 0.636 67 0.527
Doctor 5.74 5.57 1.021 62 0.311
Attitudes toward fellow patient support
Understand 252 284 2.572 39 00148
Support 2.30 2.63 2.028 45 0.049 S
Other 2,63 2.73 0.810 45 0.422


















