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ABSTRACT

This dissertation explores the question‘of how the legitimacy of different approaches ti)
healing is socially and culturally coﬁstructed. Questions about the legitimacy of what has ’
come to be called “Complementary and Alternative Medicine” or CAM have come to the
forefront of both health policy"and public discourses as the 1popularity of t}ieSe non-
__biomedlcal approaches to heahng has grown. The dissertation used an ethnographic
approach to explore the complex issues related to the legltlmatlon of CAM. This
interdisciplinary research focused on the field of cancer treatment since a significant
proportlon of cancer patients use both convent10nal and unconventional tréatments and/
since treatment decisions have 1mportant consequences. Fieldwork was undertaken in the '
Lower Mainland-area of British Columbia over a period of three years: A total of 45 in- .
depth individual interviews were done with 17 cancer patients, six oncologists, three
nurses who specialize in cancer care, and 11 professionals involved in CAM, including
practitioners of traditional Chinese medicine, naturopaihy, chiropractic, healing touc}i,
and psychospiritual counseling. Eight people participated in more than one interview. A
focus group with seven cancer patients was done to supplement the interviews.
Participant—observation was done in a variety of relevant settings including a committee
considering how to integrate CAM with conventional medicine, a healing group for
patients, and public lectures, conferences, and events. Textual material from public média
was analyzed. The dissertation uses the results of the fieldwork, particularly the
experiences of patients, to formulate a model that elucidates the processes whereby
emerging cultural models are linked with personal experience to form situated meanings
about legitimacy that take root through social practices. The dissertation argues that
underneath the growing use of CAM lie important changes in the way people .are thinking
about the nature of the bozdy, the nature of health and healing, and relationships between
patients and health care pioviders. In addition, the use of CAM is a‘s‘,sociated with the
adoption of epistemologies that undermine the hegemony of sciéntiﬁ_c rati'onality. The

implications of these findings for health care policy, practice, and research are discussed.
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PREFACE

The research reported here was driven by both intellectual curiosity and personal
commitment. The question of whether complementary and alternative medicine is
legitimate is a hot topic in the public arena. Despite the level of public interest, there has
not been a great deal of social science research regardmg this complex question. When I
began my PhD program I knew that the area was ripe for investigation. Through my"
“previous work as a researcher in a variety of health care settings I was aware of somé of
the challenges that stood in the way of resolving the question. Through my engagement
with practices such as Tai Chi and meditation, I knew that underneath the question were
profound differences between conventional medicine and some of the therapies and
medical systems whose legitimacy was being contested. I believed I was in an ideal
position to undertake an exploration of the issues. But it was the experience of some
friends that made me realize that the issues were not only of academic interest.
The phone rings. “Hello?”
“Hi Margo, this is Doreen.” :
Something in her voice coupled with the fact it is 9:30 on a weeknight raises a
subliminal alarm bell, but I continue with the usual ritual. “Doreen. Hi. How are you?”
“Oh Margo. I’m-not good.” She pauses, her voice shaky. I wait, now alert for the
bad news. S
“Camille has had this ear infection that wouldn’t go away. We took her to the
doctor and they did a blood test. We found out today she’s got leukemia.”

Doreen is one of those rare friends who have moved into the category of family.
We even refer to each other as sisters sometimes. I have known her and her husband,
Ted, for many years. Camille, their only child, was born six years ago not long after
Doreen had a serious case of pelvic inflammatory dlsease For Ted and Doreen, Camille
is a miraculous gift.

We talk for some time. I get as many of the details as I can, but there is still a lot
of uncertainty. ‘

The next day I go to the hospital, unannounced. I can’t stay away. Doreen sinks
into my arms when she sees me. We hang on to each other for a while, me trying to
provide strength. She gives me more information about the diagnosis and the intensive
chemotherapy regime that is being recommended. Camille lies curled on a cot in the
room. She is quiet, still, her skin ashen.

When adults I’ve known have been diagnosed with cancer, there has been an air
of unreality about it because they don’t look or feel sick. But Camille looks sick. I can’t
tell whether she really is as sick as she looks or whether her state is just a reaction to the
cloud of trauma and distress that surrounds her.

Ted arrives. He is agitated. His usual calm, grounded manner is completely
missing. Ted and Doreen talk about the treatment regime that is being recommended. Not
long ago, Ted qualified as a doctor of traditional Chinese medicine (TCM). Both he and
Doreen have been involved in alternative approaches to heahng such as bodywork and
meditation for years.




Doreen just wants to save Camille’s life. But Ted is aware of some of the side-
effects of chemotherapy and knowledgeable enough about medicine to know that, even
though short-term survival rates for kids with leukemia are now pretty good, the long-
term effects of the strong drugs that are used are not known. He does not want to agree to
chemotherapy I can see that the conversation is only upsetting everyone, so I suggest

‘that Ted and I go for a walk.
We leave the hospital and march into Queen Elizabeth Park. We wind our arms
around each other’s bodies, the way lovers do. It seems the only way to keep Ted from
- exploding. It’s a warm, sunny day. Tourists and locals stroll through the gardens,
laughing, taking pictures. But every child I see suggests loss The bright, v1brant flowers
are an insult.

“How can I let them put poison into my baby’s veins?” says Ted, almost shoutmg.
“If it was me, I wouldn’t agree to chemo. I love her more than I do myself. Why would I
make her submit to something that I wouldn’t have?” 7

We talk about alternative treatments for cancer. Ted’s already been on the
Internet. He’s talked to the TCM doctor who trained him. Hé’s collating information

about herbal remedies that help to detoxify the organs after chemo. But he doesn’t want

* to go there. He fundamentally disagrees with the premises of the medical model. He does
not see cancer the way the oncologists do. He does not want to spend the next several
years at the mercy of a system he has no respect for. But he’s caught.

Over the course of the.next days and weeks, Ted and Doreen reached agreement
about Camille’s treatment: some chemotherapy, but no participation in clinical trials, so
her treatment could be individualized; fewer rounds of chemo than recommended; a
regime of herbal remedies and supplements to strengthen her immune system and cleanse
her organs; the creation of a network of social support for Doreen and Ted; and monthly
meditation sessions on Camille’s behalf.

In the ensuing two years, Ted, Doreen, and Camille suffered through the ups and
downs of conventional treatment and all that this entails. Camille became bloated from'
the prednisone. She missed a lot of school and had to avoid sports and other activities. -
She lost all her hair. Her classmates teased her. There were scares because of unexplained

fevers and infections. And other reasons for fear—one of Camille’s oncologists
inadvertently gave another child an injection in the wrong site and the child died. Ted’s
medical expertise was dismissed by the conventional doctors and nurses. Not only did
"they not recognize any merit in TCM but they felt it was not appropriate for him to be
treating a family member, so they refused to engage in Ted’s attempts to play a role in
the management of Camille’s care. Ted and Doreen felt even their personhood was
dismissed. They were one of “the cancer families” so the professionals kept their
distance.

Today, Camille is a strong, talented girl on the “verge of adolescence. She is like
most other almost-teenaged girls except for the occasional sign of precocious wisdom

that surfaces—the result of hardship experienced too young.

Camille Paloma Thomas, this dissertation is for you.
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. Chapter One

The Research Problematic: the Legitimation of
Complementary and Alternative Medicine

Infrqduction
This dissertation explores the question of how the legitimacy of differé;nt approaches to
héaling is socially and culturally constructed. The dissérta_tion focuéés on the experiences
of cancer patients and health vprofes_sioﬁals who are .struggling‘ to make sense of difficult
issues. Questions about the legitimacy of different medical treatmeﬁts have come to the
forefront of both popular and academic discourses vs'/ith the public’s use of a variety of
- healing techniques, practices, and substances that exist outsidé the institutionalized scope
of professional medicine. This diverse array of non—biomedical approaches to healing has
come to be kﬁown as Cofnplementary and Alternative Medicine or CAM. Since many of
the treatments and medical systems that are being used are unknoWn by biomedicine and
some are inconsistent with conventionaﬂ medical COncépts and practices, their use By
patienté is creating tensions within healtﬁ care. For cancer patients, the situation is
difficult. Their lives depend on the decisions they make about what treatments to -

undergo. Rarely can conventional medicine offer guarantees of treatment outcomes.

Some conventional cancer treatments have side—effects that influence quality of life.




- There are many CAM treatments aVaila_ble but relatively little research has been done

about their safety or efficacy and little is known about how they interact with

conventional treatments. For professionals and policy makers, too, the questions are’
chéllenging: Which of these CAM treatments are safGe and effective? Should their value

be assessed according to the same scientific standards biomedicine is expeéted to meet?

If these treatments are of value, should they be incorporated into the health system?

This dissertation attempts to bring clarity to the complex issues surrounding the

legitimacy of CAM by elucidatiﬁg the processes by which individual patients and health

care practitioners come to see different approaches to healing as legitimate. In using the

~ word “legitim'éte” I am referring to the usual meanings of the word: sanctioned by law or

custom; reasonable; logically correct; justifiable or justified; or conforming to established

rules, standards, or principles (Guralnik 1980). The focus of the dissertation is on the

- ways in which individuals legitimize different cancer treatments through their

engagement with pultural and social influences. The focus is not on the ways t}‘lat‘ social
groups or institutions legitimize different mediéél approaches or practitioners, e.g.,
through professionalization or governrﬁent regulation. The dissertation also does not
atte.mpt.to answer questions about whether any particular treatment or the field of CAM
in generai is or is not legitimate. Rather, the research focuses on the processes whereby
conceptions of legitimacy are socially and culturally constructed.

I expolored the nature of these legitimation processes by investigating the
experiences of p_ec;ple with cancer who use alternative treatments and by eliciting the
perspectives bf professionals who care for cancer patients, including those who are

aligned with biomedicine and those who practice Varipué CAM apprbaches. The



dissertation describes the results of ethnographic fieldwork undertaken in the Vancouver
area which relied on qualitative in‘Feryiews, participant—observation and analyses of
‘textnal material to develop an in—depth understanding qf the issues'r'aised by the
convergence of different approaches to cancer treatﬁent. The research focused on cancer
becauee questions about medical legitimacy are highly salient in this area. A signiﬁeant
proportion of cancer patients use both conventional medicine and CAM. Since cancer is a
potentially life-threatening disease, treatment decisions have important conseeIuences.
The reseafch was interdisciplinary in fhat it combined the literature and theoretical
’concerns of three different disciplines: anthropology, sociology, and health policy.

| Relevant literature from'the fields of medicine and nnrsing also contributed to the
_investigation. Integrating tnese disciplines has been crucial to the achievement of an
undefstanding of the issnes that is broad enough in scope to encornpaSs all the relevant
issues. -

The dissertation uses the resul_ts of the fieldwork, particularly the eXperiences of
“patients, to form_ulate a model that describes the processes whereby legitim'acy‘comes to
be attnibuted to differenf apnroacnes to healing through the interaction of cultural models
(culturally constructed beliefs‘ or stories about how things are) with personal experience.

The model describes the important role played by social settings in-the construction of
legitimacy since this is where ideas about legitimacy can be tried out and either
cenﬁrmed or rejected. The dissertation argues that, underneath the public’s use of CAM\
techniques, lie important changes in the way people in Western cultures are thinking

about the nature of the body and the mind, the nature of health and healing, and the kinds

of relationships that patients should have with health care providers. In addition, the use



of CAM is associated with the adoption of epistemologies that undermine the hegemony
of scientific rationality. The dissertation argues that the understanding of legitimation
processes derived through the fieldwork provides a foundation for the clarification of the

complex issues raised by the debates about CAM’s legitimacy.

Overview of the Dissertation
This first chapter of the dissertation sets the stage for the exploration of the research
issues by providing a guiding fpamework for the health care syystem, a descriptioﬁ of the
primary differences between Biomedicine\ and CAM, and a sufnmary of previous research
regarding the issues raised by CAM use. In chai)ter 2, I draw on lite:aturé from th; social
_’sc-iences to outline the sociél and cultural aspects of the question of CAM’s legitimacy.
Chapter 3 provides a detailed descrir)tioﬁ of the research methods used. Chapter 4
presents in—d¢pth poftraifs of the decision-making processes of six of the 17 people with
cancer who participated in individual interviews. Chapfer 5 focuses on the perspectives
of biomedical practitioners who specialize in cancer care. Chapter 6 presents the thouéhts
and opinions of practitioners of a variety of healing approaches, including‘ traditional
Chinese medicine, healing touch, and psychospiritual counseling. This chapter also
‘includes descriptions of social settings where the legitimacy of CAM techniques and
ideas is being both promoted and.contested. .Chapter 7 provides exam’ple‘s from popular
| media, inclﬁding ;[he Internet, that show the kincis of cultural models that are being
promulgated by CAM proponents as well as the contentioﬁsnes's of the debate abou;c
CAM’s legitimacy. The concluding chaf)ter bresents rﬁy analysis of sociocultural

legitimation processes and their implications.

~



| The H.ealt.h-/Care Context: A Guiding Framework
Since this dissertation focﬁses on the socio;cultuyal construction of the legitimacy of
Complementary and Alterhativ¢ Mediciﬁe, it is important to provide a conceptual
- framework for the comparison of medical systems that explicitly recognizes the
importance of ‘social'and cultural factors. Kle‘inrr_l’an (1978) has éutlined a mociel fhat
describes the structure and functi‘oﬁs of health care systems as cultural systems. In his
“elucidation of his model, Kleinman notes that medical systems are both pultural and
social, i.e., they include systems of meaning and behavioural ﬁorms as well as
connections bgtween these cultural systems and particular social relationships and
institutional settings.l- Kleinman conceiv‘e,s of %:ultur’e as mediatihg between the exfernal
aspects of health care (i.e., sbcial, political, economic, historical, epidgmiological, and
technological factors) and its internal aspects (i.e., psych(/).physiological, behavioural, and
communicative processes). Kleinman defines cultur¢ as a system of symbolic meanings
? t_hat shapes both social reality and péréonal experience; it médiat_es between the external
and the internal and thereby determines the contents of different medical systems, their
effects, and the processes of change they-undergo.x
Kleinman (1978) identifies three S(;cial arenas within any health. care'system:-the
popular; the professional; and the folk. The Vpopulqr arena is where the influence of the
family,‘ informal social networks and other corﬁmunity connections predominates.
Kléinm‘an points out thét in both Westem and non—Western societies, between 70 and
90% of health problems are managed solely within this arena.-‘ The professional aréna :

consists of conventional Western (“scientific”’) medicine as well as other healing

' The strength of Kleinman’s model is that it emphasizes social and cultural factors One of its weaknesses
is that lt does not explicitly consider political and economic factors.



traditions that have become professionalized (e.g., chiropractic and traditional Chinese |
‘medicine). The folk sector consists of non—professional healing specialists (e.g., faith
healers and teachers of mind—body practices such as meditation, yoga or tai chi).
Kleinman asserts that health care systems perform several cere tasks that allow
" individuals and groups to respond to illness. The core tasks tilat are mosf relevant to this
dissertation are: the social and cultural construction of the illness experience; the social
‘and cultural construction of strategies and evaluative criteria to guide treatment decision

making; and the cognitive and communicative processes involved in attaching personal

and social meanings to illness episodes. Kleinman sees the attribution of personal and -
social meaning to illness asv a central aspect of any healing process. In fact, he and other
medical anthropologists believe that the successful explanation of an illness episode
alone can be seen as signifying healing, regardless of the fate of the ill person. In such

-situations, there is a fit between expectations, beliefs, behaviour and evaluations of

outcome. Healing then, has different aspects: physiAological, psychological, social, and
- cultural (Kleinman 1995)."

While Kleinman’s model includes conventional medicine and alternative medical
\.systems in the same category of the “brofessionél” sector, it is important, especiaily "
given the topic of this dissertation, to point out that there are significant differences ‘
between conventional biomedicine and alternative medical perspectives. Kleinrhan

(1995) asserts that while biomedicine is a pluralistic collection of practices and

practitioners, it does have defining features. For Kleinman, biomedicine includes

medical systems, especially those rooted in Asian traditions. Biomedicine differs from

.monotheistic ontological and epistemological commitments that distinguish it from other




other medical systems in its dualistic separation of mind and body, its reductionism, its
material.iém' and. fhe corresponding requirefﬁenf for pathogenesis to be explained by
sihgle causal chains (D Gordon 1988b; Kleinman 1995).

| Several authors ha\}e attempted to describé a generalized paradivgm for CAM that
includes fundamental tenets that can be contrasted With those of biomedicine (e.g.,
Lowenberg 1989; Vincent and Furnham 1997; Goldstein 1999; Kelner and Wellmaﬁ
2000). While these descriptions of the putative CAM paradigm vary, some tenets that are
commonly con‘?rasted V\‘/ith those of bibmedicine incl_ude a holistic view of the mind—
body—spirit, individualized réther than standardized treatment regimes, and an acceptance
of non—scientific sources of knowledge such as textual écc"ourits of the observations of
previous generations of clinicians. While later sections of the dissertativon' suggest that it
is overly simplistic to view CAM and biomedicine as being on opposite ends of the
medical spectfum, it is important to note that thére are significant differences among
differen;[ medical systems. These differences underlie the complexity of the issues that

are being raised with the convergence of CAM and biomedicine.

Complementary and Alternative Medicine: Definitions and Taxonomies

One of the strengths of Kleinman’s model of heélth care as a cultural syétem is that it
remiﬁds us that health and illﬁess are not just tﬁe domain of professional medicine. So
far, however, professional perspectives on the zpublic’s" use of CAM and the resulting

issues have been the primary focus of most of the social science and medical literature.

This literature will be summarized in the next sections of this chapter.




The use of nen—biomedical approéchee to health and healing is not new. But the
public ewareness and use of u‘ncoriventional treatments in the last decade has been
reflected in a growing écadeniic literature rela;[ed to such therapies. Since the early
1990’s, researchers in the medical and social sciences have struggled to briﬁg clerity to

the field. Attention has been paid to nomenclature, definitions, and taxonomies.

Some authors have used terms such as “holistic medicine” to highlight,tﬁe
emphasis .in some alternative therapies on .the presumed unity of body, mind, elnd spifit.
This holistic view is desc.ribed as opposed to biomedicine’s focus on meterialistic and
mechanistic conceptions of the body and disease (e.g., Lowenberg and Davis 1994;
Cohen 1995). Descriptors used by authors who contrast alternative therapies with the
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biomedical status quo have included “unorthodox,” “unconventional,” or “non—proven”

(e.g., Northcott 1994; Sheard 1994; Risberg et al. 19‘98). While some authors have made
a distinction between alternative therapies (i.e., therapies used instead ef conventional
medicine) and 'cemplementary therapies (i.e., therapies used in C(l)mbinatio‘n with
conventional medicine) (e.g., Kaegi 1998), the validity of this distinctionAwas called in"to'
‘question b}; research that revealed that only a small minority of patients (approximately
5%) use alternative therapies to the exclusion of conventional medicine (Eisenberg et al.
1998; Astin 1998). '

With the eStablishment of tﬁe U.S. National Institﬁte of Health’s Office of
Complementary and Alternative Medicine and its subsequent elevaﬁon to the status of aﬁ ‘

independent Center in 1998, the term “complementary and alternative medicine” or

simply “CAM” has become widely used (Cohen 2000; Baer 2002; Pizzorno 2002),

although some authors continue to use terms such as alternative medicine (e.g., Burstein




z _
et al. 1999) or unconventional therapies (e.g:, Fitch et al. 1999). Proponents of

complementary and alternative approaches have begun using the term “integrative

medicine” (Best 1998; Baer 2002) or “integrative health care” (e.g., Cohen 2000; Tataryn-

and Verhoef 2001). These terms explicitly signal the desire to bring cémplementary and

alternative therapies into the biomedical mainstream. As is obvious with the term

“integrative medicine,” the name used to refer to non-biomedical therapies often reveals
a particular position with respect to the legitimacy of these therapies.>
Just as there have been differences in nomenclature, there have been differences

in the way complementary and alternative medicine is defined. For the purposes of their

.surveys, Eisenberg et al. (1993 and 1998) operationalized “alternative therapies” as

interventions that are not Wid?ly taught in medical schools and not genérally ai‘/ailable in
U.S. hospitals. Other authors have used minor variations of this definition (e.g., Chez and
J onés 1997; Crellin et al. 1997). "l;he s'trength of this definition is that it clearly iﬁdiéates
that the dividing line has been drawn according to whgt is considered acceptable within
the mgdical mainstream. Howevér, this definition has weaknesses. First, it encompasses a
heterogenéous collection of techniques and medical systems (e.g., chiropractic,
horri_eopathy; traditional Chinese medicine [TCM], massage; meditation,l biofeedback, |
spiritual healing, anci &acrobiotics) whose o_nly shared charaéteristic is that they lie
outside the mainstream. Second, this definition obscures the reality that somej alternative
therapies are more acceptable than others. For example, although chiropfactic and

massage are génerally included in the category of alternative medicine, they have already

2 In the dissertation I will usually use the term “complementary and alternative medicine” or “CAM.” I do
so0 because both the academic and popular discourses have coalesced around this term and it is now the
most widely used. My own position with respect to the issues surrounding CAM is outlined in chapter 3.



been integrated into conventional health care systems to varying degrees, e.g., through
the creation of professional colleges and/or coverage by private insurance companies.
Third, the boundaries established by the definition are not stable: the majority of U.S.
medical schools now offerlcourses' in alternative medicine (Wetzel et al. 1998), some
hospitals are creating complementary and integrated medicine programs (Jonas 1998),
and some health insurers offer benefits packages that include CAM practitioners and
services (Pelletier et al. 1997). :

The Office of Alternative Medicine in the U.S. National Institutes of Health has
defined CAM in a more abstract way that explicitly acknowledges the fact that the
definition of CAM is context-dependent and that the term is perhaps inherently
ambiguous:

Complementary and alternative medicine (CAM) is a broad domain of

~ healing resources that encompasses all health systems, modalities and
practices and their accompanying beliefs, other than those intrinsic to the
politically dominant health systems of a particular society or culture in a
given historical period. CAM includes all such practices and -ideas self— .
defined by their users as preventing or treating illness or promoting health
and well-being. Boundaries within CAM and between the CAM domain and
the domain of the dominant system are not always sharp or fixed (NIH 1997
cited in de Bruyn 2001:11.18).

The conceptual ambiguity in the academic discourse about complementary and
alternative medicine can also be seen in the variety of attempts that have been made to
develop taxonomies of alternative therapies. “CAM” comprises a wide variety of
substances, techniques, and medical systems. Table 1 presents a summary of five

different taxonomies that reflect a range of perspectives. The latest.version of the U.S.

National Center for Complementary and Alternative Medicine’s taxonomy puts CAM

? British Columbia has professional colleges for massage therapists, chiropractors, naturopaths, and
traditional Chinese medicine practitioners. Some private extended medical plans provide full or partial
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~into five catégories (http://nccam.nih.gov/health/whatiscam/#4; accessed May 2003).

This.cafegorization is based on the external characteristics of different CAM techniques.
Other biomedically—oriented taxonomies that have beeh proposed use similar criteria for
categorization but differ in the way specific therapies are-grouped (e.g., Yates et al. 1993;
Northcott 1994).

As Table 1 shoWé, some other taxonomies use very different ::riteria as a basis for
categorizing CAM. For example, J osebh Pizzorno, the former President of Bastyr
University (which traihs naturopaths) categorizes CAM according to practitioners’
degree of legitimacy. As a proponent of CAM, Pizzorno sees the inclusion of the last two
categories of practitioners (minimally educated practitioners and medical mavericks)
.Withi_n CAM as problematic (Pizzorno 2002).

Tataryn (in Tataryn and Verhoef 2001) prog)oses a system that includes both
conventional medicine énd CAM and categorizes therapies on more theoretical grounds,
i.e., their underlying assumptions about the ﬁature of health and disease. While Tataryh’s
theoretical foéus is poténtially mo-re. coherent than those based on external characteristics
of therapies or practitioners, all these taxonomies fail to satisfactorily make unambiguous
distinctions among types of tﬁerapies or ontological assunﬁptions. .

Another attempt to include both conventional medicine and C.AM in the same
conceptual framework uses a model developed by Ken Wilber. This model has beén used.
to map a variéty of phenomena according t(; their placement on a grid fofmed by two
opposing axes: the individual vs. the collective and the interior vs. the exterior (Wilber '

1995; 1998; 2000). Astin and Astin offer this model as a “powerful heuristic tool for

conceptualizing health and illness, investigating the efficacy of different treatment

reimbursement for some or all of these CAM services.



http://nccain.nih.gOv/healtli/whatiscam/%234

- authors are thinking about CAM. Four of the five taxonomies in the table were developed

modalities, exploring the multifactorial nature of diseasé, and informing research
methodology and medical education” (Astin and Astin 2002:74). While this model

provides a map that is holistic and comprehensive, Astin and Astin fail to include an i

aspect of the model that Wilber considers crucial, i.e., that the map not only has

horizontal dimensions but vertical ones as well: Wilber’s integrative models all include a

developmental or evolutionary aspect, usually portra’}}ed as movement from the centre of .

. the grid outwards or from the bottom upwardé (e.g., Wilber 1995; 1998; 2000).

In contrast, Larry Dossey’s model of three eras in medicine clearly includes an
assumption of evolutionary change. This model, too, applies to both conventional
medicine and CAM. It is similar to Tataryn’s model in that it is based on underlying

Ohtological assumptions. Dossey describes public and professional interest in CAM as:

evidence of an evolution of consciousness and the dawn of a new era in healing (Dossey

1999).

These taxonomies shed some'ligilt on the range and diversity of healing

approaches subsumed under the CAM label and reflect the variation in the ways different

by authors who are at least sympﬁthetic to CAM, if not outright advocates of altefnative'
apprbaches- to healing. The last three models use ble‘ss instruméntal, rﬁoreatheoretical
criteria as the basis for their models than tllle more biomedically—oriented taxonomies.
While a taxonomy based on fundamental qualities such as ontology or epistemology is
likely.f té be mbre robust than more superficial models, it is unfortunately the case tha£
none of these taxonomies has so farl manaéed to bring significant conceptual clarity to

research or theory related to CAM.
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CAM Use and Responses to its Use

The Increasing Use of Complementary and Alternative Medicine

Although éonceptualizations of CAM remain somewhat ambiglious, the trend towards

increased use of these therapies is clear (Jonas 2000). However, the exact extent of

. ﬁtilizatibn'is proving to be difficult to determine. Different surveys include different
techniques and approaches in their definition of CAM; use different methods to collect
data; measure use over different time periods; aﬁd hence derive different estimates of
prevalence. | |

Studies done in the U.S. showed a 25% increase in the use of complementary and

alternaﬁtive medicine‘ Between 1990 and 1997 (Eisenberg et al. 1993; Eisenberg et 'al.
1998)..Almos‘t 32% of resp}onden‘v[s in the 1997 survey who were seeing a medical doctor
_for a prinéipal medical condition (e.g., back problems, arthritis, or'allergies) also used an
alternative therapy in the previous year. The therapies used most comménly were

.chiropractic, relaxatio'n therapies, and massaée. The greatest increases in use occurred in
herbal medicine, massége, vmegavitam‘ins, self-help groups, folk remedies, energy
healing, and homeopathy. For adﬁlts aged 35 to 49, one of evefy two persoﬁs used at
least one alternative therapy. Utilization was more common among women, those with
some college educatlion, those w\ith higher incomes, and péople living 1n the West. The
study’s authors estimated that Americans speht $21.2 billion in 1997 on visits to
altefnative practitioners, a 45% in(cnease since 1990. This amount exceeded the out—of— .
pocket expenditures for all U.S. hospitalizations (Eisenberg et al. 1998')..

The same survey also revealed that é substantial portion of alternative therapy use

occurs without input from either a conventional or an alternative practitioner. Among
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respondénts whvo had a medical doctor and used one or more alternative therapies, only
38.5% of the thérapies were di_squssed with the réspbhdeﬁt’s doctor. This finding was
unchanged since the 1990 survey. In éddition, most use ovf alternative therépies occurred
withoﬁt the supervision of an alternative pfactitioner. The expeptioﬁs were therapies that

“require a practitioner’s intérvention, Le., massage, chiroprac’tic, hypﬁosis, bi0f¢edback,
and acupuncturé (Eisenberg et al.‘1998j. ‘

Canadians are also showing increasing ‘interest in alternative iherapies, although
national surveys have yielded inconsistent estimates of utilization. A 1997 CTV/Angus
Reid survey found that 42% of all adult C'anad.i'ans had tried complementary tperapies
(CTV/Angus Reid 1997). Naﬁonal Pobulation Health Surveys have found that the use of
the services of an alternati?e medicine practitioner among Canadian adults has increased,
from 15% in 1994/95, to 16% in 1996/9,7, to 17% in 1998/99 (Millar 2001). The smaller -
utilization rate in the second survey may be attributable to the more limited tirﬁé frame
for utilization and to the fact fhat inferactions with a practitioner were measured rather
than use of a therapy alone. While the estimates of the extent of utilizaﬁon differ between

| the two surveys, the surveys indicate that the i)roportion of users is higher in western
Canada than in other regions and that the rate of use is higher amdng women a'nd. among
those with more education (CTV/Angus Reid 1997; Millar 2001). This demographic
profile of CAM:users is consistent with findings from the U.S. surveys noted above as
well as other studies (Balr;eaves et al. 1999). | |

It has been estimated that in 1996—97 a total of $3.8 billion was spent on CAM
health care in Canada, with $’1 .8 billion being épent on alterna;[ive therapies, $937 million

being spent on herbs and vitamins, $104 million on special diet programs, and more than

15



$998 million on booké, classes aﬁd equipment (York University Centre for Health
Studies 1999 cited in de Bruyn 2001). | |

North America is not the only jurisdictidn where biomedicine and CAM are
converging. The gromh in alternative therapies is also occurring in Australia, t-he United

Kingdom and other parts of Europe (Kelner and Wellman, 1997; Hoey, 1998).

. Cancer Patients’ Use of CAM

Cancer patients have been using “unconventional” treatments ever since medical
orthodoxy coalesced around the ideas and practices of scientific medicine in the early

part of the 20" Century (Patterson 1987). Estimates of the proportion of cancer patients’

‘who currently use alternative therapies vary widely. One Systemaﬁc review of studies of

the prevalen'ce of complementary and alternative medicine use among cancer patiénts
found the percentage of adult useré in thirteen _different countries varied frorp 7% to 64%,
with an average rate 6f 31.4%. The use among ﬁediatric patients in the U.S. varied‘frorh
9% to 16% (Ernst énd Cassileth 1998). A more recent review of studies of CAM use by
cancer patients (Spérber and Wootton 2001) reporte‘d a range between 25 and 83%. VThe
highest level of use was reported among patients attending outpatient clinics at a |

comprehensive cancer treatment centre. In this sample, the most popular therapies were

spiritual practices (used by 81%), vitamins and herbs (used by 63%), and movement and

physical therapies (59%) (Richardson et al. 2000). Similarly high rates of CAM use were
reported among U.S. cancer patients by Bernstein and Grasso (2001). However, a survey

of a random sample of early stage breast cancer patients found a lower rate of CAM use

of 38.7% (Burstein et al. 1999).
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In Canada, é survey of parents of pediatric patients diagnosed with Céncer in

, .British Columbia between 1969 and 1995 found that 42% of the patients had used
alternative and complementary therapies_(Ferﬁadez ‘et al. 1998). A recent surifey ofa
random sample of breast cancer survivors in Ontario found that 67% of women used
CAM. Thirty—nine perpent of respondents in this survey visited a ICAM practitioner (e.g.,
chiropraqtorsl,. herbalists, acupuncturists, TCM practitioneré and/or naturopaths), while
62% reported using CAM products such as vitamin/mineral éupplements, herbs, green
tea, special foods o; Essiac (Boon et al.-2000). A different survey of a convenience
sample of Canadian women with breast cancer also found a rate of CAM use of -67%,
with meditation/relaxation therapies, vitamins/tonics, and spiritual/faith healing being the

most frequently-used therapies (Balneaves et al. 1999).

Patients’ Reaéons for Usiﬁg CAM

Previous studies haVe identified a Varietvy of motives underlying CAM use. Some people |
who use CAM are simply making pragmatic decfsions to try whatever treatmen;t might
work, but others are ad_thing‘ ways of thinking about health and healing that are contrary
to. conventlonal biomedical conceptions (O’Connor 1994; Furnham and Beard 1995
Furnham 1996;.Gray et al. 1997; Kelner and Wellman 1997; Astin 1998).

Some studies of cancer patients have sug.gested that CAM use is associated v&;ith a
desire to exercise control, including playing an aC_tive role in making decisions about
treafment (Yates ét al.1993; Montbriand 1995b; Ashbury et al. 1997; Balneaves et al.
1999; Truant and Bottorff 1999; Boon et al. 2000). Other authors havé found that cancer

patients use alternative therapies because they believe that their cancer could have been
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prevented and therefore can be reversed (e.g., through diet), because ;[hey are dissatisfied
with conventional practitioners and health care systems, or they want to use non—toxic
treatment regimes (Cassileth et al. 1984). Encouragement from othere has also been
associated with use of alternative therapies by‘ cancer patients (Yates et al. 1993). |
-Some Canadian research provides additional insight into .cancer patients’
experiences with the use of alternative therapies. Gray et al. (1997) interviewed 32 cancer
patients who had purchased “A Guide to Uncoﬁventional Cancer jTherapies” published
by the Ontario Breasf Cancer Information Exchange Project. (1994). Most respondents
had used at least one alternative theraf)y with an average of four therapies per respondent.
The therapies used most commonly were vitamins and minerals, meditation, Visualization
or psychotherapy, suppert groups, and speciﬁe sabstances such as Essiac, shark cartilage,
echinacea, green tea, or 714-X. Many respondents had been interested ia-aljernative
therapies before their diagnosis and their interest typically peaked as their conventional
 treatment was ending and theyb were sfruggling with questions about how\to live after
treatment. The researchers’.deﬁnition of unconventional therapy as any activity falling
outside the mainstream was not compatible with some respoadents’ perspectives. Rather
than perceiving their efforts to promote their own health as “using an unconventional
therapy,” some respondents saw these efforts as being just good common sense.
Gray et al. .(1997) ;efute Cassileth and Chapman’s (1996) claim that patients’
_ interest in alternative therapies is fuelled by a societal trend away from science and
reasoh and tha’e such interest is indicative of magical thinking which falls into the same
category as belief in angels apd UFOs.

We saw little evidence of 'such woolly-headedness during our. interviews.
What we did see was a willingness to draw on personal and shared
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experiences as legitimate sources of knowledgé. Althotﬁgh many re;pondents

decried the lack of solid scientific evidence about unconventional therapies,

this -did not stop them from considering other forms of - evidence.

(Respondents) were perplexed and disturbed because health ~ care

professionals seemed to be interested only in the results of randomized

. clinical trials (1997:168).
The Bioﬁiedical Response: Reluctance to Engage with CAM
| Several studies have found that the majority of patients do not discuss théir use of CAM

with their -conventional physicians (Eise'nberg et al. 1998; Richardson et al. 2000; Boo‘n
et al. 2000). A review of studiéé of the practices and beliefs of conventional physiciéns :
with regard to five prominent CAM therapieé (acupuncture, chiropractic, homeopavth-}'f,
herbal medicine and rhassage) iden_tiﬁed a wide range of physician response Vt(.) CAM,
with the regional popularity of CAM Being the primary indicatbr of physicians’
incorporaﬁion of CAM (Astin et-al. vl 998). While some studies indicate that physicians
express interest in learning about CAM (e.g., Verhoef and Sutherlianbd 1995; Gray and
Fitch et al. 1997), others suggest that conventional practitiongrs, especially those Who
treat cancer, are reluctant to discusé CAM use with patients (Cassiiet_h and Chapman
1996; Ashbury et al. 1997, Ggay et al. 1997; Fitch et al. 1999; Gray et al. 1998).

The cancer patients interviewed by Gray et al. (1997) confirmed the viéw that
physicians are reluctant to discuss CAM. These patients believed that physiciaﬁs,
especially oncoiogists, dé not liave much interest in\altern\ative therapies. Some patients
offered storieé of seemingly rerﬁarkable récoveries from cancer and ot'her'conditions that
tlkleir1 physicians had been un\;villing to acknowledge as related to the use of alternative
therap.ies. This finding is cutious in light of the results of iiﬁtervi.eWS with physicians done

by the same research team that found stories to be poWerful sources of knowledge for
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physicians. The Canadian physicians interviewed by Gray and Fitch et al. (1997) said
they wanted to avoid engaging patients in conversations about alternative therapies
because of their concerns about the limited time available for patient contact, their sense
that this topic was outside their expertise, and their belief that alternative therapies are
not credible enough to warrant serious consideration: Gray and Fitch et al. observed that
a substantial proportion of their physician respondents told stories of patients who
experienced catastrophic consequences after using alternative therapies. These stories
seemed to have a profound impact, often affecting the physicians’ perceptions of the
entire field of alternative medicine. The authors of the study raise an interesting point.
We cannot help but wonder about the power of the “anecdotal”, not just for
patients pursuing the unconventional, but for physicians opposed to it. When
research evidence shows that a minority of patients use unconventional
therapies in isolation from conventional therapies and that most of the
popular therapies are relatively non—toxic, it raises the possibility that
anecdotal evidence has influenced physician perceptions of danger beyond
what is realistic (Gray and Fitch et al. 1997:20).

Several authors have pointed out the ethical dilemmas posed by patients’ use of

CAM given the need for conventional practitioners to help patients make informed

“choices regarding treatment and avoid harmful treatments (Chez and Jonas 1997,

Eisénberg 1997; Sugarman and Burk 1998; Verhoef et al. 1999). The dilemmas are
challenging. For example, 01f1 the one hand, conventional practitioners may be held liable
for poor treatment outcomes .if they have supported patients’. use of CAM therapies '
(Vefhoéf et al. 1999). On the other hand, Cohen (2000) raises the spectre that
conventional physicians may one day be sued for failiﬁg to pfovide patienfs Qith

comprehensive information about CAM treatment options if CAM becomes integrated

into the health care system. These ethical concerns as well as concerns about the quality
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of the doctor—patient relationship have led to numerous calls for physicians and other
conventional health care practitioners to discuss CAM use with patients in an open, non—
judgmental way (e.g., Eisenberg 1997; Gray et al. 1998; Verhoef et al. 1999; Truant and

McKenzie 1999; Burstein 2000; Tasaki et al. 2002).

The Biomedical Responseg The Call for Evidence - X
The use of CAM and the issues it raises for the biomedical mainstream have also resulted
in calls for research to determine the safetSI and efficacy of CAM treatments (e.g.,
Fontanera énd Lundberg 1998; Verhoef etal. 1999). Critics of CAM demand that these
therapies meet the standards of evidence purportedly used in biomedicine (e.g.,
Beyerstein 1997; Tannock and Warr 1998). Such critics also want the mechénisms of
- action underlying CAM to be comprehensible according to conventionél scientific
reasoning (Beyerstein 1997). .

These calls for CAM’s legitimacy to be assessed by scientiﬁc résearch come at the
same time as conventional medicine is béing challenged to make ité practices more
: evidence-based (Willis 1999; Tataryn and Verhoef 2001). The fact that the majority o.f -
biomedical treatments have not been evaluated using the,pﬁtative gold standard of
science, the randomized controlled:trial (RCT) (Gordon 1996; Vincent and Furnham
1997, Bower 1998; Tataryh and Verhoéf 2001) coupled With the poor quality of;muc'h
conventional medical science (Vincent and Furnham 19:97).ha_s promlz;ted some to point
out that a double standard is being applied. Drt [ain Ch.almers, the Directo; of the U.K.

Cochrane Centre* has stated,

* The Cochrane Collaboration is an international effort to produce, maintain, and disseminate systematic
reviews on all topics in health care. Two major products are a database of systematic reviews and a registry
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These double étandards ‘might be acceptable if orthodox medicine was based
solely on practices which had been shown to do more good than harm, and if
the mechanisms through which their beneficial elements had their effects
were understood, but neither of these conditions apply (Bower 1998).

There are methodologiéal difﬁculties that present obstacies to the evolution of
evidence-_baéed medicine, whether conventional ér alternativve‘(Tataryr.l and Verhoef
2001). For example, some alternative treatments (e.g., acupuncture or massage) and some
conventional treatments (e.g., surgery) are not amenable to being 'teéted uﬁder blinded
cond‘itions (Kelner and Wellman 2000). In additioﬁn, the choice of appropriate control
conditions can be problematic. For example, the choicle of an inactive control condition is
difficult when the mechanism of action of the test therapy is nét well undérstood '
(Margolin ét al. 19_985. For‘CAM treatments whose mechanisms of action do not fit -
within conventional ways of thinking (e.g., homeopathy or the various forms of ‘-‘energy.
medicine”), this aspect of designing randomized controlled trials is especially difficult
(Vincent ~and Furnham 1997). The situation is even more complicated.for CAM
treatments where the diagnosis’ and treatment are highly specific to each patient (e.g.,
TCM and Ayurveda\) and where treatments consist of combinations of different ‘
substances or teéhniques (é. g., TCM herbal prescriptions usually contain 5-10-
ingredients) (Kelner and Wellman 2000). Some authors argue that RCTs do not provide
an adequate test of approaches like TCM because attempts to standardize treatments or
isolate active ingredients violate the principles of the medical system and hence do no‘;
test the system as it is prac‘ticed‘(Eskinaze 1998; Eastman 1998). These difficulties have

prompted recommendations to develop innovative ways to adapt conventional research

designs so they do justice to the assumptions and characteristics of CAM (Hilsden and

of controlled trials. To meet increasing demands for evidence-based complementary medicine, the _'

i
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Verhoef 1999) and to use qualitative research methods to explore important issues-
besides efficacy (e.g., the meaning patients give to treatments and the outcomes patients
coilsider.important) (Hilsden et al. 2002).
The methodological ciiallenges in CAM research, in combination with the small
- amount of funding available for CAM r_eseareh (Ernst 2000) and the marginal status of
CAM research (Vincent and Furnham 1997), have limited the development of a body of
knowledge regarding CAM treatments. Nevertheless, as of 1998, the Cochrane
‘Collaboration had i(ientiﬂed more thaii 3500 RCTs related to alternative medicine (Ezzo
‘et al.1998). Despite this body of research,' a recent review of the‘evicience base for CAM
’concludei:l thétl except for th.e proven benefit of several herbal remedies, the “jury is still
ou‘i” on CAM (Ernst 2000). Similarly, Furnham and Vincent conclude that there is “very
little or no good evidence . . . availabie.for the therapeutic success of CAM” (2000:61).
Further, a recent siirvey of studies. focusing speciﬁeally on CAM therapies for breast
cancer found a lack ‘of evidence for the efﬁcaey of CAM therapies (Jacebson et al. 2000).
The methodel(ogical difficulties inherent in CA_M‘ research and the apparent lack _
| of demoiistrated efﬁcacy reinforce'the view that CAM’s scientiﬁc legitimaey has yet to
' be proven. In this time of abundant rhetoric about evidence—-based medicine, this might
} ~ suggest that CAM’s position is tenuous. However, there are some who are questioning
the push te evidence—based medicine, whether it appiies to CAM oi cohventional
medicine. For example, there is evidence that conventional physicians _do not pfactice
‘, according to the find_in_gs of scienee even when these are available (D Gordon 19885;'
Tataryn and Verhoef 2001).~Furthe'r, there are those within biomedicine who question the

epistemological foundations of the RCT as well as pointing out the ethical and practical

Cochrane Collaboration established a complementary medicine field in 1996 (Ezzo et al. 1998).
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flaws inhefsnt in this “goid standard;’ of research (e.g., Herman 1995). In addition, as
different RCTs produce ambiguous or even contradictory results, the question has been ;
raised as to whether evidence-based rr_ledicine s.imply replaces the J:udgmeri"[s of skilled
clinicians with those of expert epidemiologists (Goodman 2002).

In this elltmosphere of controversy about evidence—based medisine? instead of
CAM’s position being Weak; the field is gain&ng momentum. CAM textbooks aimed at
physicians are Being published b(e.. g., Jonas and Levin 1999; Kirkaldy—Willis and Swartz
2001), as are handbooks 4descrik.)‘ing how to integrate CAM into biomedical health care
settihgs (e.g., Faass 2001) and advice for p_hysicians'about the legal and eﬁhical
implicaﬁons of integrative health care (Cohen 2000). At least for some in the biomedical
méinstreém, pragmatism seems to be overtaking concerns“ about evidence. As one
~oncologist wrote in a recent editorial comment,

Today the academic medical world in general and the academic field of
oncology in particular are in a rather remarkable position where forces in
society are demanding that alternative/complementary medicine be
investigated and certain interventions be incorporated into standard medical
practice. . . . What is increasingly certain is that individuals and groups who

claim the benefits of a large number of alternative/complementary
interventions in cancer management cannot be ignored (Markman 2001:52).

The CAM Response: The Call for Iﬁtegration

As noted previously, the use of CAM by the public has prompted calls for CAM to be |
integrated into conventional medicine. These calls have come from proponents of CAM
(e.g., Gordon 1997; Weil 1995) as well as from practitioners and researchers whose
allegiances‘are less obvious (e.g., Advisory Group on Complexﬁentary and Alternative
Health Care 2001). Discussions of what integration should look like have begun to

appear in the literature (e.g., Advisory Group on Complementary and Alternative Health
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 Care éOOl; Tataryn and Verhoef 2001; Féas 20(_)1) as have discussions of some of the
| pitfalls of integration. | |

Jonas (1998) provides a historical perspective on previous processes whereby
unortho_do'x therapies have become “integrated.” First, orthod‘ox' nlédicine dénounces
unorthodox therapies, labeling them unscientific. However, when these therapies persist
despite these attécks, orthodox medicin; becomes more accepting of these other
approaches, identifying their similarities with orthodéx prabtices and incorporating them
into the conyentional practice of medicine. This process is not always beneﬁlcialifor those
| who Become integfated. In thei; attempts to gain legitimacy, practitioners often find their
scopes of practice limited, their practice brought under the oversight of medical doctors,
and their ideologies medicalized. This kind of co—optation has occurred with acupuncture‘
(Beriiner 1984) and with midwifery (Bourgeault and Fynes 1997). The integration of
CAM could also mean the loss of some of its philosophical tenets such as-the emphasis
on self—healiné (Jonas 1998). .

Despite these potential pitfalls, the “CAM Industry” is gaining ground (Goldstein
1999; Faas 2001). As Weeks (2001) notes, some of the proponenté of integration are
former biomedical physicians and administrators whose personal interest in CAM has
prompted changes in thei\r professional lives. Such leaders are being chafacterized as
“culturally bilingual” or “hybrid” professionals. These leaders are pushing for integration
even though initial atteﬁnpts to integrate CAM haQe eﬁcountered difﬁculties related té the
convergence of disparate paradigfns (W,eéks 2001). The push for integration, espécially

in jurisdictions where private health care is a strong economic force, such as the U.S., is

.25




being driven by the eéénomic opportunities arising from the pubiic’s interesF in CAM
(Weeks 2001).

The studies citéd in this chapter indicate that public intérest in CAM approaches
to healing is significant. Some of thesé approaches are fundamentally diffefeﬁt from
biomedicine, especiaily those that originate in non-Western cultures.. While patients’ use
of .CAM is growing. and CAM proponents are édvocating f0£ the integration of these
treatments intd health care, conventional medicine is responding with caution. The
question of Whéther CAM treatments are legitimaté, i.e., whether they are reasonable,

~whether their use'is justiﬁed, and whether they conform to accepted standards, has
important implications bot}; for individuals and for Canadian sociefy. In order to bring
clarity to the issues raised by the convergence of _conventional mgdicine aﬁd the variety
of healing approaches labeled as CAM, this dissertatioﬁ focuses on the ways that
individuals legitimize different approaches to healing through their engagement‘with
cultural anid social forces. In the next chapter I discuss the sociocultural ‘c-:ontext
surrouhding questiéns about CAM’s legitimacy and identify the perspectives from the

social sciences that have guided my research.
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Chapter Two
Social and Cultural Aspects of CAM’s Legitimation

- Introduction

This cvhapter describes the social and cultural changes that have been identified as being
associated with the presence of Compiementary' and Alternative Medicine (CAM) in
Western society. The perspective on CAM offered by the social sciences illuminates the
historical and political‘aspects of shifts that occur in medical legitimacy. While the
current level of public interest in CAM might be new, the authors.whose work is cited in
this chapter show that the contestation of the legitimacy of different approaches to
nealing is not. In addition .to.elucidating the cultural and social dimensions of questions
about medical legitimacy, the social sciences also provide useful conlceptual lenses
through which processes of cultural and social legitimation can be understood. This

- chapter describes the concepts from anthropology and sociology that have been used as

_conceptual reference points throughout the dissertation.
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Sociocultural Forces Associated with Interest in CAM

It is useful to consider the current academic and public interest in CAM in light of the
history of medicine. St:arr’s (1982) analysis of the evolution of medicine in the U.S.
shows that the boundaries between orthodox and uﬁorthodox medicine have shifted
significantly at Vafious times. The publication of the Flexner Report in the U.S. in the
- early part of the 20"™ Century resulted in a coéiescing of hledical power and influence
arouﬁd_ the emerging concepts of scientific meciicine. This rep‘ort brought about ehanges_
‘ in medicaleducatioﬁ as well as creating new connections between medical science and
clinical i)ractice. Biomedicine became the norm while comp‘eting medical practices such
as homeopathy and chiropractic became marginalized. Generally, such shifts in medical
power are associated with several factors, iﬁcluding the development of new knowledge,
changing attitudes and customs w-ithin medical circles, processes of professionalizetion,
larger social and economic changes, and the use of strategtes such as political lobbying
and legal proeecution eimed.at establishing and maintaining the dominance of one school
of thought over others (Starr 1982). S_.aks (1992) describes similar shifts in medical
orthonxy in Britain.,

A detailed analysis of the history of medicine in Canada has not been published,
" but one description of the state of medieine in Ontario in the last half of the 19™ Century
shows that medical pluralism was as prevalent in Canada during the Victorian period as it
was in the U.S. (Connor 1997). However, there were subtle but.signiﬁcant differ_ences '
between the medical eultures in the two countfies. The rivalries afnon'g schools,

practitioners, and sects did not reach the extremes in Ontario that were reached in the

U.S. (Connor 1997). These historical perspectives are important for two reasons: they
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point out that conipetition among different medical approaches for legitimacy is an
ongoing phenomenon and that, although the current situation with respect to CAM in
Canada may be similar to the situation iﬁ the U.S., it would be a mistake to. assume that
no signiﬁcant sociocultural or political differences exist.

Even though biomedicine has enjoyed a hegémonic position in North America
since the beginning of the last century, some. authors contgnd that, at the present
historical hloment; Western biomedicin¢ is in crisis. They observe that While biomedicine
itself moved from the fringe to the centre in the early part of the 20" Centur);, its power is
- ﬁow in decline (Bakx 1991;,'C0burn and Willis 2000). |
Criticisms that threaten thé hegemony éf biomedicine come from several sources.

A “medicalization critique” emerged frbm the liberal humanist apd MarXisf perspectives -

R of the 1960s and 1970s (Lupton 1997). Early critics of scientific medicine argued that
medicine héd gradually accrued the power to define and regulate crucial aspects of social
life and fhus hz;db becqme an agent of social control (e.g., Friédson 1970; Zola 1972,
Foucault 1973). In‘ addition, it was asserted that, rather than cbntfibuting to improved
health in the populétion, modern medicine had undermined it by cfeating latrogenic
.illnesses .and by/di._semp'owering ﬁatients (Illich 1976). Further, the credibility of the
rﬁedical profeésion was challenged in the 1970s b‘y evidence that vefy little of the long—
term _health gains of populatioﬂs was due to clinical medicine, that many tests and
procedures weré not neceséary or beneficial, and that medical practices varied widely for ‘
reasons unrelated to clinical factors (Light 2000).

Biomedicine has also'been criticized for focusing on physical disease to the

exclusion of important social and cultural factors such as the meaning of the illness
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episdde to the patient and its effect on social relation§hips (e.g., Kleinman 1980 and
1995; Good 1994). Some authors argue that the coml;ination of these problems has
resulted in a loss of trust in the medical profession (Williams and Calnan 1996;
_ DelVecchio Good and Good 2000).
| .Other authors note that_biomedicine has been weakened by its failure to échieve

the advances it has promiséd. For example, Bakx (1991) states, “Biomedicine has
become hoisted on the petard of its own propaganda"’ (31). The lack of prog.ress in “the
war on cancer” after thlrty years of effort is especially noteworthy. A report by Bailar and
“Gornik (1997) on cancer mortahty in the U.S. in the perlod from 1970 through. 1994
concluded that, while intense research efforts had brought about some benefits (e.g.,
improvéd outlooks for children and young édults with canéer, better treatment fér
Hodgkin’s disease, more effective palliation of some advanced cancer’s,. and a better
understanding of caﬁcer Which has contributed to improved care for other diseases like '
HIV), the impact of this research on overall ca;lcer mortality has been disappointing.

Some authofs attribute increasing public scepticism about biomedicine fo the
inﬂuencé of postmodernism and its criticisms of modérnit-y in general and the institutions
of science and medicine in particular (Bakx 1991; Williams and Calnan 1996; Cobﬁrn
and Willis 2QOQ). It has beeﬁ noted, however, that despite being disillusioned, the public
(somewhat paradoxically) continues to remain hopeful aboﬁt the next scientific discovery
(Crawford 1980; Bakx 1991; Lupton 1994; Fox 2000).

| The decline in biomedical hegemony has also been éttributed to large—scale social

changes, including globalization, corporatization, the rise of neo—conservatism and

attacks on the welfare state (Coburn and Willis 2000). This social context provides fertile




ground for competing ﬁqedical approaches: knowledge about medical systems from other
cultures is now widely distributed; big corporations have begun promoting alternative
health prqducts; and discourses éround individual responsibillity for health and cohsumer ,
~ choice are promingnt (Goldstein 1999).

The public intérest in complementary and alternative medicine is seen by some as -
a social mévement (Salmon 1984; Lowenberg 1989; Johnston et a1.1994; Crellin et
al.’ 1997; Willis 1999). The CAM movement has been linked with other social movements
of the last four decades, including the coLlntercultﬁre of the sixties, feminism, the peace
movement and. the environmental movement (Salmon 1984; LoWenberg ~1989; )
| MacCormack 1991; Johnston et al. 1994; Scheirov and Geczik 1996). The strength of
a~lte'rnative mediciné has also been seen. asl associated with frends towards consumer
empowerment (Lowenberg 1989), which have been partly fuelled by the increased | ,

availability of specialized, scientific information through media such as the Internet

| (Cassileth and Chapman 1996; Williams and Calnan 1996).

~ Lessons from Previous Ethnographic Inquiries into CAM

It is clear that the relationship between biomedicine and CAM is complex and influenced
by many cultural, social, and pélitical factors. It is curious, therefore, that most research
into CAM focuses on the medical aspects of these approaches tlo healing and neglects the
social context. There has been reble.xtively liftle empirical social science research aimed at
devéloping an ih—depth understanding of the»issués that arise at the interface between

biomedicine and CAM. The small number of published ethnographies of settings where

alternative therapies are being used illustrate the complexity of the issues that warrant




further investigation and show how ethnographies can contribute to an understanding of

these issues.

CAM Users Want More tﬁan Biomedicine Offers
McGuire (1988) did aﬁ exploratory iﬁvestigation of the use of non—biomedicalv
approaches to healing by groups of middie class people in suburban New Jersey. Hér
_research team conducted 313 openéendéd interviews witb members of nontraditional !
healing groups and did participant observation in 31 different groups that were
categorized into five belief-system types: Christian healing; Eastern meditation and
human pqtential groups; tradition'gl metaphysical groups; psychic/occult .groups; and
manipulation/technique préctitioners (e.g., chiropract.ic, acupuncture, shiatsu, rolfing and
- reflexology). Groups were selected from the more than 130 healing groups identified in
the study catcimment areé for their representativenéss of atype of healing group, theif
geographical 'accessibility, and théir willingness to participate in the study.

After lcioing participant—observation for a y.ear, McGuire and her team conducted
personal interviews with rﬁore than 300 individuals Who were members of a healing
group énd who Were'perceivéd. to have special healing abilities, who had experiences of |
healing, or who had varying levels of commitmeﬁt to the group. McGuire found that less
than one percent of respondents involved in alternative healing rejected medical
treafment altogether./ Her respondents sthed considerable respect fér the medicai
profession, although they_ tendéd to see biomedicine as one among many pétential

avenues of healing and saw themselves as active participants in the healihg process, not

passive recipients of care. McGuire concluded that alternative healing emphasized a




transformation of the self, one that runs counter to biomedical practices. By.treating‘
illness as connected to spiritual concerns; those involved in alternative healing
delegitimized the dominance of the rﬁedical professibn.

McGuire speculaies that proppnents of alternative therapies, being well-educated
and articulate, may provoke cultural and social ,chénge. But she questions whether the
interest in alternativevthe.rapies wilil substantially change the social and economic or(ier or
whether, instead, alternative philosophies wiil be co—opted by more dominant forces such
as consumerism. McGuire’s work is insightful and thorough. The issues she identifies as -

crucial are still relevant today.

CAM Expandg the Mdral Dimensions of Illness

Lowenberg (1989) did participant—observation in a small number of holistic health
centres in California. She also conducted personal interviews with practitioners and
patients in these settings. Lowenberg’s primary research site was a holistic family

) practice cliﬁic staffed by physicians, nurses, and psychologists-.'These' practitioners were
traditionally trained; bqt had developed a holistic, p,réventive orientation thét they saw as
sigpiﬁcantly d_ifferent»from conventional medical practice. In thé discussion of her
ﬁndings, Lowenberg focuses on moral and s;?cial issues related to the ways in which
relsponsibilit‘y‘ for illness is attributed. lSheb argues that, to some extent, the trend in
conventional medicine has been to absolve patients from responsibility for illness. The

medicalization of mental illness and alcoholism provide exaniples: whereas both were

seen at one time as deviance arising from moral weakness, they now are viewed as

illnesses which require' medical, not punitive, treatment. Moral questions surrounding:




illness can, however‘,'still be seen'in the diséourse of conventional medicine: the current
emphasis on lifestyle choices demonstrates the bontinuing influence of the notion that
-illnésg is a reflection of “badness.”

" According fo Lowenberg, the ideology of the hoiistic Healtﬁ movement
gigniﬁcantl)_f expands the moral dimensions.of illness. Building on the presumed
interconnection Betweeh mind and bod&, the rhetoric asserts that illness is caused by the
.individual’s_mental or emotional state. _Patients are thus responsible for their illness. The
. more extreme versions claim that individuals choose their illness, including its form and
severity. For example, the Simbnton approach to cancer tréatﬁent reco@ends that
patiénté cé)ntemplate the reasons whyihey need their cancer (Simonton et al. 1978). This
kind of approach hés come under considerable criticism because i.t “blames the victim”
(Lowenberg 1987). |

Lowenberg’s empirical work showed that there were considerable differences
between the rhetoric of fhe holistic health movement and the behaviour of its adherents.
She found that holistic physicians tried to absolve patients from responsibility using
stfategies cominarable to those used by conventional physicians. For example,

- practitioners used several theoretical “outs” to avoid attribution of blame, iﬁcluding the
beliefs that illness is affected by uncohls'cious or learnied processes, and that health—
related be.havli‘ours are affectéd by social and cﬁltural factors (Lowenberg 1987).

.Lowenberg’s intervi'éws with patients showed that some patients did express guilt
and self-condemnation because of their ill health, but that patients nevertheless believed
in the holistic rhetoric because it gave them some sense of control ovér their illnes's-.

Lowenberg concludes that holistic health does medicalize new domains of life, but that it
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also reduces medical controlAby encouraging egalitarian patient—practitioner relationships
and patient responsibility. However, it achieves this latter benefit at the cost of increasing
punitive moral sanctions:agai‘nst individuals who becomie ill (Lowenberg 1987).
L'owenberg’s study provides useful insights into thé ways jn whi(;h pati¢nts and

professionals integrate the 'rhetofic about individuals being ;esponsible for their illnesses
into their own beliefs and> behaviours. Her research highlights some of the issues raised.

" by this particular Belief, but it elucidates only one aspect of holistic or alternative health
beliefs as they ére expressed in one kind of setting. There are many mére iséues to be

explored. ' | 4 {

‘Biomedical Eiases Limit the Utility of Research into CAM
o Some of tﬁese issues have been explored by Méntbr_iand in her ethnographic studies of

the use of alternative therapiés By Canadian cancer patients. Montbriapd has published
articlés on how patients rﬁake decisions about alternative therapy use (Montbriand
1995b), Whetllér the use of alternative therapies represents an attempt to assert control
over one’s health (Montbriand 1995a), and what themes a‘re.expressed in the stories of

~ patients who chéose to use alternative therépies instead of conventional ones
(Montbriand 1998). Unfortunately, these studies aré of only limited value. While

* Montbriand claims that her analysis “does not endorse either side of the controversy
surrounding alternative health practices” (1 995_a:646j, her biofnedical_ bias is Both

pervasive and obvious. For example, Montbriand asserts that it is important to understand

why patients use alternative therapies for many reasons: “some being the possible

déngerous side—effects of alternates or the delay of biomedical treatments, (but) probably




the most important is the alternate system’s tendency to exploit patient decision strategies
for marketing purposes” (1995b:104). In her 1998 article, Montbriand argues that the
‘reason why it is important to understand why patients “abandon” biomedicine is so that

health professionals can “facilitate a return of these patients to biomedicine” (1998:36).

Experience Counts in Decision Maki]ng

Another ethnography (O’Copnor 1994) takes a more neutral approach. The author applies
the,safne investigative stance to bgth conventional medicine and alternative medicine—
what she calls “vernacular” health belief systems. O’Connor considers both vernacular
approaches fo health and conventional scientific approaches as having their foundations
in a belief system. O’Connor (1994) argues that previous considerations of alternative
medicine have tended to ignore the diversity of epistemological underpinnings on which
different health beliefé rest. Further, sheﬂ asserté that researchers too often assume first,
that biomedical epistemologies and practices are the norm against which other systems
shoqld be evaluated ahd second, that users of alternative ;herapies must be either ignorant
of ;:onventionalﬂmedicine’s benefits or blocked in some way from accessing them
(O’Connor 1994).

O’Connor’s cross—cultural research and her research with HIV/AIDS patients in
an urb'an area in the northeastern U.S. show that patient.s make pragmatic decisions about
health care Based on a wider rangé of knowledge than that usually éncompassed by the
conveﬁtioﬁal health system. Patients rely 6n the authority of their own knowledge and -

experience, the experiences and assertions of other legitimized authorities such as

friends, family members, or alternative healers, as well as on the basis of scientific
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evidence. When different belief syétems produce different choices about health care,
these differences result more from a reliance én different as's.umptiorlls‘, different criteria
for the admission of evidence, and different interprétations of observations than from
fundamentally different ways of reasoning. O’Connor notes that many ofithe people she
_inferviewed indicated that, “They (referring to scientists and health .pr(;fessionals) may
nbt know that this (system or treatment) is effective, but / do.” (1994:163). The lack of

scientific evidence seldom was a deterrent to the use of alternative therapies because
f

!

patients were aware that little such research had been undertaken. Patients perceived
science to be one possible source of information, but not the only one. Their own
personal exper'iences were also considered to constitute trustworthy empirical evidence.
O’Connor concludes that,
If a disagreement arises between (the patient) and another (say, a health
professional or an academic) who considers the system to be ineffective or its
mechanism of action impossible on grounds of theory, personal experience
will always hold the evidential and epistemological high ground for the
experiencer (1994:163). ' '
O’Connor’s scrutiny of both conventional and alternative medicine through the
same analytic lens is refreshing in a field that tends to assume that conventional medicine
is the norm against which other approaches should be judged. In addition, her

observation that the use of alternative medicine by HIV/AIDS patients has elements of

being a social movement is another valuable contribution to the examination of CAM.

CAM as a Social Movement

Another ethnography focuses almost entirely on the social movement dimensions of -

alternative therapy use. Schneirov and Geczik explored alternative health networks in a




7

northeastelrn~ U.S. city (1996 'énd 1998) using participant~observa§ion and semi—
étructufcd interviews with 38 alternative practitioners, patients, and activists. Their
résearch found that the alternative health movement includes diVersé communities, from
coﬁservative Christian fundamentaliéts to left-leaning liberals (1996). Thé'authors found
that, while the various elements of the movement differed with respect to some of their
values and the way they talked, dressed, and interacted with each other, they shared
common allegiances and perspectives. Alternative health adherents from across the

- spectrum criticized conve-ntibnal medicine for its reliance on invasive, unnatural
treatments and its neglect of dimensions of l‘ife beyond the physical. In addition,
‘adherents advocated personal freedom of choice in health care and rejected the excesses
and lack of meaning in modern, consumer—oriented society (Schneirov and Geczik
1996).

According to Schneirov and Gezcik (1996), participation in the alternative health
movement is a way of adopting new identities.and.meénings as well as a férm of
resistance t(; the “colonization of the lifeworld” ' by state institutions. Drawing on thé
work of Foucault, Schneirov and Gezcik (1998) fu‘rther ‘argue that the ideolbgically—
driven focus of alternative health regimes_on the producﬁon of a healthy, vibrant body is
éri aesthétic project which remoVeé the adherent from the supervision of conventional
médicine. They see this aesthetic project as not only stimulating the transformation of
everyday life but also as vproyiding an impetus to participate in socfal action designed to
provoke signiﬁéaﬁt changes in economic and political structures, particularly structures

that contribute to environmental degradation. They conclude,

' This term was coined by Jurgen Habermas. ' . '
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The alternative health movement’s significance may be in its reconstruction

of the meaning of illness beyond a narrow medical category. . . . Ilness

becomes both a representation of the increasing risks of modern societies and

the source of bodily and s’elf—,transformation that points to other possible

worlds. The body both means something and allows us to do something

(Schneirov and Gezcik 1998:449),

Schneirov and Gezcik’s articles (1996 and 1998) provide an ifnportant perspective
ron alternative therapgl use. By examining the social and éultural aspects of alternative
therépy use, it provides a counte’vr—point to the biomedically—oriented literatﬁrg that tends
to focus on the individual patient. However, both érﬁcles are highly interpretive, using
post—structural, postmddérn tﬁeoreticaﬂ fyamerrks to orgaﬁize the discussion of the
data. It is difficult to assess ;[he appropriateness of the aﬁthors’ interpretations without
havingv access to more of the efhnog’raphic data.

This dissertation fesearchlaims to build on the understandings provided by these
ethnogfaphies. It providés_ an in—depth look at thé lived ekberiences of .tho..se who are
participating in the convergence of biomedicine and CAM. I\I/.Iany‘authors hav/e noted that
such researph is long overdue (e.g.,,Léwenberg 1989; O’Connqr 1994; Cant and Sharma
19196). There is a signiﬁpant need for inquiries inté the relationship betweén tﬁe
experiences of individuals' and changing sléciocultural disc'o-urses related to health.and
iliness (Lupton 2000; Kleinman and Seeman 2000). It is crucial to consider the groWgh in
CAM within the context of culture (Adler 2002). Not only is culturé a critical mediating
inﬂuencé in health care systems (Kleinman 1995) 5ut ethnographic approaches that
_si_tuate CAM use within social and cultural contexts have the potential to clarify some of
: \ . :

the coriceptual issues related to the field. This need for increased conceptual clarity has

been identified as a priority for Canadian health policy research (www.cihr-irsc.gc.ca;

accessed July 2002).
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Legitimation -as the Focus of Inquiry

-This dissertation focuses on the ways inwhigh %he legifimaéy of CAM is .socially and
culturally constructed. Whether explicitly stated or not, the qﬁestion of whether CAM is
“l'egitimalte” is central to the current academic interest in CAM, as well as to the
questions individuals face ;about v.vhether'and how CAM should be integrated into their
treatrﬁent regimes.

The concept of legitimacy gnd the processes whereby values, beliefs, and
practicés become legitimiied have been discussed by sociologists for decades. Talcott -
Parsons conceived of processes of legitiniation as “'the primary link betwéen values as an .
~ internalised compoﬁent of the personality of the individual, and the ins‘_citution\alised‘
patterns which define the structure of social relationships"’ (Parséns 19A6_0:_1/73). _
According to Parsons, the perceived legitimacy of a belief or action depends on the
content of the belief o the nature of the pqssible act, the nature and strength of its
cognitive justiﬁcat’idn, 'the actor’s motivation, and the nature of the social context
(Parsoﬁé 1960). The determination of legitimaby then, is a function of the interplay
Between an.individual’s Valués, beliefs, and interests and those of chiéi groups,
including formal institutions that are intended to safeguard cqllective interests.

Parsons assérts tliat subcultures or social move(ments. that deViE}te from the norm
‘but seek legitimation within the dominant sociocultural context must convince
themselves and others of the validity of their ov;/n interpretatiphs of cultufal value
systems and ideologies. Traditional instifutioris must then Be delegitimized with .reference’

to those shared cultural beliefs and values. Tension is inherent in this process. The
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pfo‘cess tends to be characterized by oversimpliﬁcati’on and the exaggeration of black and
~ white obpositions (Parsons 1963).

The role and legitimacy Qf alternative medicine, defined genériqally, has been a
subjecf for public debate since the. 19605 (Cant and Sharma 2000). Since the time of the.
Flexner.Report, biomedicine’s legitimacy has arisen primarily from it:s links to scientific
inquiry and experimentation (Starr 1982). The primary claim of CAM’s critics is that
pdn—biomedical approaches lack a scientific base (Cant and Sharmé 2000). However,
‘some so—called “alternative” approaches have been inéorporated, at least to some extént,
into biomedicine (e.g., osteopathy, éhiropractic, and acupunéture) (Berliner 1984; Jonas
1998). This has occurred de‘spite th¢ lack of a strong scicntiﬁc base for these approaches.
The incorporation of these approaches in different ju—risdictvions has shown that
biomedicine has changed its stance én specific CAM approaches depeﬁding on whether
the modality is seen as a threat to biomedical dominance and whether it can be
incorporated without é major redefinition of biomedicine’s.legitimacy and its role as the
arbiter of medical legitimacy (Cant and Sharma 2000). |

There are some signs that the public popularity of CAM may pr;)mpt governments -
to bestow some of the eleménts of legitimacy (e. g.,'professional status) to CAM
. approaches desﬁite a lack of scientific evidence and desbite biomedical scepticism (Cant
aﬁd SHarma 2000). For example, in 1998, the British Columbia pfovincidl government
created a self-regulating professional College of Traditional Chinese Medicine
practitioners, despite questions raised by biomedical organizatioﬁs (e.g., the Cbllege of

Physicians and Surgeons and the College of Dental Surgeons) about the epistemological

basis for TCM practices. The government decided that the unique theory énd




philosophical base of TCM coupled with its roots in clinieal experience sabstantiatedr by
" extensive textual sources satisfied the criteria for aprofession te be grounded in a
cr.edibvle bedyv of knowledge. Further, in a bold policy move given the controversies
surrounding CAM, the Health Professions Council stated that it did not deem it

| appropriate or necessary te reconcile the theories of TCM with the ontology and -
epistemology of Western rhedicine (Chisolna et al. 1998‘).

The increasing professionalization of CAM therapies and increasing similarities
in the training received by biomedical and CAM practi'tioners ie eontributing to the
legitimacy of CAM '(Cant and Sharma 2000). ..Saké (2000) notes that while
professio_nalization implies the creation of boundaries and that it was the

§ : .
professionalization of biomedicine that created CAM as an entity external'to
biomedicine, these boundaries are shifting. As noted earlier, not only are CAM
approaches increasingly seen ae having legitimacy, but biomedicine’s legitimaey is be.ingv

. questioned. As Williams and Calnan note, “A critical re—f:onﬁguration of professional

power and dominance islbeginning to take place” (1996:1618).

Investiga»ting the Social Construction of Lelgitimacyk

As noted above, processes of legitimatio\n‘link individual Va}ges and collective social
practices and institutions.-In postmodern academia it has become commonplace to
characterize concepts, values, belief systems and institutions aé_ socially constfaeted. But
hew can the social construction of legitimation processes be understood? There are

authors who speak of a legitimation crisis within academia itself: this refers to the

postmodern undermining of the authority of positivist claims to knowledge (e.g., Gergen




1999; Denzin 1997). The relative, situatéd, context—de_pendentv nature of knowledge and :
meaning is being eﬁlphasized in much soéial science discourse. These discourses demand
investigative approaches and conceptual frameworks that focus on the céntextualized
pérticular, on processes of personal and cultural bhange, and on the making of meaning.’
In order to understand the ways in which the legitimacy of CAM is socially constrﬁcted,
this dissertation uses the concepts of cultural models and situated meanings to guide the
in\quiry

The ﬁofion of cultural models is widespre.ad in anthropology. Cultural modelé‘ are
both public, iﬁ that they represent the shared common-—sense understandings of a people.
and the embodimé_nts of 'thgir Ianghage, and cognitive, in that they function as paradigms
for constructing the wo;ld. Cultural models are not presented in everyday speech and
action. Rather they ére “fepfesented in fragmeniary, surface facets. We must infer the
more cohereﬁt, if unarticulated, mpdels that lie beneath (as we infer native actors'must, in

'leafning them)” (Keesing 1987:373-374).

In their éffo_rts to undérstand the links between culture and experien;:es of 'h_ealth
and illness, medical aﬁthropologists sucfl as Arthur Kleinman and Byroﬁ Good use the
concept of “explanatory model” first, to point to the cultural'forcés und_erlying definitions
of disease and second, as a point of entry into the experience of illness. Explaﬁatory :
models concern the ways in which an illness episode is interpreted and understood. T?hey
show how illness is constituted by cultural beliefs and practi'ces. Thése models provide

meaning to experience and hence, they are inherently moral formulations. Explanatory

models reflect and are changed by interactions among the person who is ill, his/her

caregivers, and others in the three health care arenas identified earlier: the popular, the




professional and the folk sectors. Such models are thus intersubjective and reflective of
- medical and social power relations (Kleinman and Seeman 2000; Good 1994).

Anthropologists and other social scientists have struggled to explain how cultural
models are learned and how such models change. For example, D’ Andrade theorizes that
_cultural models are made up of cognitive schemas® used “to represent something, to
reason with or to calculate from by mentally manipulating the parts of the model to solve
some problem” (1995:180). D’ Andrade points out that cultural knowiedge is both shared -
and distributed, i.e., there are aspects of cultural knowledge that enjoy a high degree of
_ consensus and other knowledge systems that are cqﬁtested. He also points out the
important link between cultural models and individual psychological processes, e.g., the
effect of motivational differences on the addption or rejection of a cultural model. He
notes that,

much of the current work on power and -discourse in anthropology is
concerned with problems related to the psychological force of cultural
models—debates over what is natural and right. In modern pluralistic
societies the cultural heritage contains many alternative and even conflicting.
cultural models about how things are and how one should act. . . . Cultural
models become part of social conflict and social processes by which laws are
constructed, norms are established, and deviance is controlled—or fails to be
controlled (D’ Andrade 1995:242).

Sperber-(1996) also emphasizes the role of psychological factors such as
motivation in the distribution of cultural models. In addition, he points out the
importance of what he calls ecological factors, e.g., the recurrence of situations in which
- the cultural model or representation leads to appropriate action, the availability of

external memory cues (especially written texts), and the existence of institutions that

transmit particulaf models. Sperber maintains that culture is made up of “contagious”.

2 A schema is an organized framework that can be filled in by the concrete details of experience.
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ideas and that the'humén rnind is sﬁscgp@ible to cultural models in the same Way the body

is sﬁsceptible to disease. He,ac‘ivocates for an “’epid.emiology of representations” that

' wbuld explain culture by explaining why and how some ideas happen to be contagious.
These ideas about cultural models and their role in sociocultural change obviously

have relevance to the question of how unconventional approaches io healing come to be

‘seen as legitimate. They prbvide a cbnceptual reference point for this dissertation; Th'ev

next chapter outlines the rationale for using an ethnographic approach to the research and

describes the specific research methods used.




Chapter Three

The Ethnographic Approach to the Research

Introduction

This chapter de_scribes the research methods used in the dissertation. An ethnographic
approach was used for several reasons: becaus.elof the complexity of the issues thaf were
expldred; because of the critical role that social and cultural factors play in the
construction of legitimacy and the paucity of previous empirical research that considers
the issues within their social and gﬁltural context; and because .of the lack of conceptual
clar_ity aBout thé reséarch issues. This cﬁapter begins with a description of my approach
to the ethnography. I then outline my own particulér position with respect to the research
issues. These sections are followed b}'/ a statement of the dissertation’s gbjectives, a
ciescription of the fieldwork _setting,/ descriptions of the methods of data collection and

analysis, and a discussion of ethical considerations. The chapter closes with a discussion

of the strengths and limitations of the research.




My Approach to the Ethnography

The Critical-Interpretive Approach
Ethpography( can be characterized as a form of research that includes several key
| features: a strong emphasis on exploring the nature of pafticular social phenoména; a
tendency to work primari‘ly with data that have not been collécted in relation to a pre—
determined set of analytic categories; the investigation of a small nu;nber of case.s; Aan
analytic pfocess that involves explicit interpretation of the meanin_gS and functions of
human action; and the creation df an end result that is primarily descriptive and
¢xplanatofy (Atkinsoﬁ and Hammersley 1994). According to James Clifford,
Ethnography is actively sftuated between powerful systerﬁs of meaning. It
poses its questions at the boundaries of civilizations, cultures, classes, races,
and genders. Ethnography decodes and recodes, telling the grounds of
collective order and diversity, inclusion and exclusion. It describes processes
of innovation and structuration, and is itself part of these processes. (Clifford
1986:2-3). :
The goal of the ethnographer is to link local knowledgés, i.e., the emic, contextualized
unders_tandingé of research participén_ts, with more abstract, etic interpretations which
reveal V;/hat is generic to.the conceptual structure underlying those unders_;andings
(Geertz 1973 and 1983). While eth_nography has traditionally been associated with the
discipline of anthropology, it bis increasingly being used in interdisciplinary research
where “culture” haé become problematized as ;m obj ect of des'cr\iption and critique
'(Clifford 1986.; Marcus 1998). Ethnographic data are traditionally obtained primarily.

through participant—observation and interviews (Emerson et al. 1995); some

ethnographers also use social texts (e.g., popular literature or cinema) as sources of data

(Denzin 1994).
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In my dissertation research I have attempfed to draw on the traditional strengths
of the ethnographic approach while incorporating iﬁsights developed th?ough debates
among social scientists abdut the need for social science to be cri’tical,‘ reflective, and |
.m_indful of the power dynarﬂics inherent in social and cultural systems (élifford 1986;
Marcus and Fisher 1986; Lather 1991; D.enzin-and Lincoln 1994; Behar and Gordon - |
1995; Silnger and Baer 1995; Denzin 1997; Marcus 1998). Such critical reflexivity ié
especially important in investigations‘ of medical settinés or health care systems (Good }
1994). My research has been undertaken frofn the perspective of a critical-interpretive
' apbroach in medical anthropology that builds on the model of health care as a cultural
system.outlined in chaptér 1. This perspective hqs been described in detail by Byron
Good (1994). Good agrees with Kleinman (1987) that culture is not oniy a means of
represénting disease but is essential to its éonstitgt'ion as a lived experience. The
biological reality of disease interacts with social practices and cultural meanings to shape
~ the illness éxperienée. This sﬁaping occurs in local settings where power is being
contested. As ‘Keesing noted in his discussion of cultural models,

Cultures do not simply constitute webs of significance, systems éf meaning
that orient humans to one another and their world. They constitute ideologies,
disguising _human political and economic realities . . . . Cultures are webs of
mystification as well as significance (Keesing 1987:161).
Given this tendency for culture to both reveal and obséure, Good argues that critical
medical anthropology mﬁst examine instances when illness fepresentations may actually
be misrepresentations that serve the interests of those in power. Such a pritical analysis |

investigates the ways in which the experience of illness is produced, medical knowledge

is generated and power relations reinforced. Good advocates that research using this

approach should focus on the formative processes through which illness is shaped as -




| personal and social reality. This approach éhould heighten our understanding of illness

“experiences and the ways in which actors méke sense of those experiences while
critically analyzing the social and historical processes of which actors may be only difnly
aware. But attending to. issues of power is not enough.. We must alsé open up social

© science divscoursie to existential issues and to the consideration of human valués,

including being aware of the centrality of suffering in human culture (Good 1994).

With this c_ritical—interpreti?e approach providing a set of ofienﬁ_ng principles, my
ethnographic fieldwork followed a model for ethﬂographic research discusse'd by George
Marcus (1998). _ﬁnlike traditional ethnbgraphies that focus ‘oln one geogrle‘lphically—
bounded community or culture, this model focuses on specific topicbs or proble_ms. Thg
' ethnographér follows the problem to whichever sites or locations provide fertile ground
- for study. This multi—sited model uses the traditional methods of éthnography but allows
for a different “research ihlaginary”—a different way of formulating research ideas and
conceiving of fieldwork (Marcus 1998:10).

My Aisseﬂation research, with its fpcus on controversial issues and its loqation
within Confestg:d domains of knowledge and power, has ré'quired the kind of critical—
interpretive approach advocated. by both Marcus and Good. Marplis .(1998). points out
that, while trladitional efhnographieé studied subjects 'foréign to the réséarcher (the
“Other”), newer forms p/)rompted by critical hermeneutics are often moti\}ated by the
personal interests of the researcher. While emphasizing the need for the researcher to
d‘e\'/elop distance between the personal and.t.he social, i.e., fo projecf the peréonal

problematic to a more objectively defined sﬁbject, Marcus argues that “the extended

exploration of existing affinities between the ethnographer and the subject of study is




\indeed one of the most powerful and interesting vwavys to motivate a research design”
(Marcus 1998:15). | |
| In keeping with the growing practice for ethnographeré to make explicit théir
positions,'values and biases with respect to the issues they are investigating, the next
sectioﬁ describes my motivations for un’deﬁakiﬁg this réséafch, beginning with a
narrative outlining my own experiences as a site of convergence between biomedicine

and CAM.

My Interest in the Research Issues

My grandfather was a doctor who became British Columbia’s ﬁrét c‘oroner. I was raised
on.heroic stories about my grandfather i‘n his horsé and buggy with his'bl_ack bag at his
side, traveling thréugh the Fraser Valley to deliver .bab.ies, tend .the' sick and care for the .
dying. The cultural _model that was instilled through these stories was that- medicine ;waS" a
sacred calling, that doctors were worthy of the highést respect, even reverence. In-early
adulthood, through my undergraduate and graduate studies in Psychology, positivist ways
of thinking aﬁd representing the world became deeply ingrained. As a result of these
influences, some aspects of my thinking about science and medicine became strongly
aligned with conventional Western perspectives. At the same 'tifne, dufing my
undergraduate studies in the late 1960s, I was introduced to Eastern religions and became
strongiy attracted to Taoist and Buddhist V\{orldviews and practices‘. I also became
involved in the feminist movement.

When I was in my mid-twenties [ was told I might have cancer. Because of my

newfound feminist perspectives on patriarchal institutions, my sympathy for Eastern




“views on illness being a sign of Qisharmony in one’s life, and ﬁly adoption of what were
- then counter—cultural views on the superiority of “natural” ways of living, I went lookihg
for alternatives to the conventional octions I was facing. Eventually, diagnostic fests
showed thet I had a thyroid dysfunction not cancer. took the recommended conventional
drugs for a while but I also began practising ;/oga and meditation and eating a vegetarian
diet. In addition, I made radical changes in my lifestyle.!
Sevefal years later, I worked within the conventiona_l cancer care sj}stem as the
administrator cf the Vancouver Breast Screening Centre, part of the National Breast
~ Screening Study (N BSS), a national'randcfnized controlled trial of the efficacy cf ,-
mammography screenicg. During my time in that position (three and eﬁalf years) |
beceme a biomedical insider to some extent. I saw people working invthe:system who
dispia’yed enormous caring and commitment towards patients and families. Lalso sew
professionals ﬁlake potentially life-threatening mistakes, scmetirﬁes through no fault of '
their own, scmetimes through incompetence that was kept hidden by their peers. I saw a |
.str‘ong allegiance to science and a profound respect for the value of clinical exberience,
ihcluciihg, in some quarters (especially emong nurses) a willingness to rely oﬁ intuition as
a basis for decision making. I became aware that clinical decision making is fraught with
ambiguity.
- After I had left the cancer clinic and the NBSS had finished, I saw a r'eé.p‘onse to

the results of-the study that sufprised ﬁe. Befcre beéinning the public spe.aking Idid to
recruit participants for the study, I had been coached toldescribe the NBSS ae being the

only way to deﬁnitively answer questions about whether to offer mammography

"1 left my husband, quit my job, packed up my Volkswagen van.and headed to the Maritimes to go “back
to the land.”




screeﬁing and at what age such scfeening should begin. The rhetoric claimed that doing
the science and measuring the death rate was the only way to know whether 'populatibri
screening was a worthwhile health policy stratégy. ﬁowever, when the results of the
study were in and no demonstrable benefit for women under age 50 was fouhd, somé of
the same physiciaﬁs who had been saying the research was crupial now began saying the |
research was ﬂéwed and its results suspect (for a recent_up;date on the results of the
study énd the controversy surrounding it; see Miller et al. 2002; Goodman 2602; Sox
2002). A province—wide mammography screening program was instituted in British
Columbia for womeﬁ aged 40 and over, despite the NBSS’s failure to show a benefit for
“women between 40 and 49 and despit§: tﬁe study;s suggestion that screening in that age
'group mig‘ht,even be harmful. This seetﬂed to be a clear example of the legitimacy éf the
science being questioned (even by tholsev wh‘o were directly involved in its

‘ implementation) because.it contradicted strong.beliefs_about the value of mammography
and threatened fhe interests of particular groups (e. g., radiolOgists). These experiences in
‘ thevwc;rld of biomedical research made me both appfeciativé and sceptical of
co.nvbe-nti_onal medicine. '

Since the 1970s I have éontinued to practice what many would call
complemeﬁtary and alternati_ve medicine. I meditate and d(; Tai Chi regularly, eat a
vegetarian, mainly organic diet, and have:qsed acupuncture and various forms of
Bodywork as healing and health promotion strétegies. In the late 1980s I co—owned and
| managed a “holis-tic health centre” that offered a variety of services, including “floating”

(time spent in sensory deprivation tanks), different forms of bodywork, Tai Chi classes,

rebirthing, and “New Age” workshops. During the two years I spent in this environment




anci another year spent as a Tai Chi teacher, I personally experienced the therapeutic
- power of some alternative healing approaches and met other people who were helped by
such approaches. I also saw practitioners settiﬁg up shop with Jittle education or training
and little épparer;t expertise. Some seemed motivatedvby a desire to capture their share of
a growing market rather than aﬁy “call” to be é healing professional. I developed the
same kind of ambivalence about “CAM?” that I had about ‘_biomedicine. | -V

After my stint as a “New Age busiﬁessperson” I returned to my career asa
researcher. Over the next ten years I engaged in a variety of researcﬁ end evaluation
projects and became increasingly" convinced of the value of participatory, constructivist,
and quelitative approaches to issues related to health policy and practice.‘ Thus, at the |
time I began my PhD program, I'described myself as a “Taoist/Buddhist Critical Femi_ni»st |
Constructivi.st who is a recovering Positivist.”” I saw myself as ic.leally‘situated to
-investigate the interface between conventional medicine and complementary and
alternatiye medicine because of my insider’s knowledge of different epistemologies and
healing systems and my having learned to live with av‘multiplicity of sometimes
conflicting voices. [ was especially motivated to examine the issues related fo the
legitimation of CAM after watching some close friends struggle to combine CAM with

¢

conventional medicine when their young daughter was diagnosed with leukemia.

% To clarify briefly, I am not a “strong” constructivist, i.e., I do not believe that reality is completely
socially constructed or that everything is text. | believe that there is a “real” world “out there” but that
much of my perception of and relationship to the real world is a function of social/cultural-constructions.
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Objectives of thé Research

The specific objectives of the research were: to describne. how cancer patients and health
care pfactitioners come to see diffgrent approaches to healing as legitimate; toi analyze
people’s exp'erience_.s aﬁd perspectives in relation to cultural factors; to sitﬁate the
personal and the cultural in the broader social context; and. to discuss the implications of

the dissertation results for health care practice, policy, and research.

The Fieldwork Setting

The Vancouver region is a large, ‘urbén area with a diverse ana multi—cultural population.
The area is home to a large, tertiary convéntiOnal cancer clinic as well as a myriad of
CAM practitioners and services. Conventional cancef treatment tends to be cqﬁtralized at
the Britiéh Columbia Cancer Agency (BCCA), although some cancer patients never

become BCCA patients. This largely government—funded, provincial body oversees a

¢

rahge of treatment and research services, including fqur regional cancer care centres,
links with nineteen chemotherapy clinics across the province, a Cancer Research Centre’
which will soon be expanding into a new $95 million facility, and screening programs for
cervical cancer and breaét cancer. Patient care seryiceé include some modalities that are
considered complementary, inclﬁding therapeutic touch, relaxation therapy, support |
groups, and art and musi;: therapy. The annual budget fo? the fiscal year ending in March

2001 w_aé $223 million (http://www.bccancer.be.ca; accessed July 2002).

There are several non—profit organizations in Vancouver that specialize in

~

providing CAM services to cancer patients. The Centre for Integratéd Healing is the first
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and only “integrated complementary cancer care centre” in Canadé. It opened in 1999. It
is staffed by conventionally trained bhysiciané and a variety of CAM pracfifioners: a.
TCM practitioner, a héméopath, a naturopath, a body worker, massage therapist,
nutritionist, and yoga teacher. It provides alternative treatments such as the MRV
véccine, 714X, and Essiac as well as counseling patients with respect to diet, exercise,
and other lifestyle factors. The physicians’ salaries are funded through a special
arfangement with the provincial Medibcal Services Plan. The centre alsq receives fundiﬁg
from private donations and fees for service.® o

The Tzu Chi Institute was a non—profit organization that was operating during the
time I conducted my fieldwork. The Tzu Chi I‘nstitutevopened in 1998 in fhe midst of a
great deal of fanfare. It was founded by a Buddhist charitable organization to conduct
research into the safety and efficacy of CAM. The Tzu Chi Institute also atterﬁpted to
develop a model for the provisidn of integfate'd care that drew on the best of both CAM
and biomedical worlds. About 30% of the patients who received care at the Iﬁstitute were
cancer pall‘tients-. The Institute offered group program.s-sﬁch as mind—-body programs as
wel]_ és individual consultations and care providea by an‘ inter—disciplin'ary team
.>consisting of conventionally—trained physiéiaris and CAM practitiqqers such as a
chiropractor, TCM practitioner, massage therapist, and nutritionist. Initially, core funding |
from the ‘T‘zu Ch1 Foundation was supplemented by funding from the provincial health
ministry and a number of mainstream health care (;rganizations, including the B.C.
Céncer Agency, Vancouver Hospital (where the Institute was ho'used); and the lbqal
Heélth Board. In the spring of 2002, government cut—backs resulted in the complete

withdrawal of provincial funding. Infrastructure support from conventional medical

? For more information, refer to http://www .healing.bc.ca
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paftners ceased at the same time;although research funding t_ied to specific ongoing
studies was maintained. By 'Fhe séring of 2003, it was cléar that the Institute would not be
able to éecufe sufﬁcie_nt funding from private donors to continue operating, so the
Institute closed in March 2003.*

Hope House is a non—profit organizatio'n of professionals and cancer survivors
- that focuses on providing social support and counseling for cancer patient_s and their .
families. It is careful to maintain its financial independence from mainstream institutions
and is supported through 'pri\‘/ate donations and volunfary effort.”

- The Callanish Society is another non—profit orgé‘nization thét provides support to
cancer patients and their loved ones. Céllanish offers week—long residential retreats for
cancer survivors six timesa year. It began offering retreats in 1995. Callaﬁish recently
began éffering similar retreats for health care professionals. The organization also
sponsors social events anci regular opportunitie; for retreat participants to come together
for ongoing support.® |

In addition té these non—prpﬁt orgaﬁizations, there is a multitude of individual
practitioners in the Vancouver area who provide CAM treatments. Some of these (e.g.,
naturopaths? phiropractors, massage therapists,'i and TCM practitioners) are linked to R
-institutionalized professional colleges. Others &ould be considered pért of the “folk”
arena, i.e., healing specialists Who are not members of government—sanctioned
professions. As noted in chapter 1, there are more users of CAM in the West than in othgr
p;drts; of Canada. As evidence of the popularity of CAM therapies in Vancouver, medical

students at the University of British Columbia have formed the “Altetnative and

* For more information, refer to http://www.tzu-chi.bc.ca
> For more information, refer to-http://www.hopecancer.bc.ca
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Integrative Medicine Society” which produces an annual directory of CAM services, |

training institutions, and products (http://www.aims.ubc.ca; accessed May 2003). Thirty
thousand copies of the first edition of this directory were printed in 2000-2001. Twice as |

many copies of the next year’s 80 page directory were printed-and distribute;d; This

- -directory lists the full gafnut of professional and folk CAM practices and services,

including Therapeutic Touch, Reiki, Rolfing, aromatherapy, Pilates, yoga, meditation, Qi
Gong, Tai Chi, iridology and shamanism.
The “plop'ular sector” of the health care system in the Vancouver area also

demonstrates the prevalence of CAM practices and beliefs. In some quarters, Vancouver

- is known as the California of Canada: it is seen as providing fertile ground for various

subcultures such as environmentaliém,-holistic health and the “New Age.” This setting

provides numerous examples of the kinds of activity that are associated with CAM. For
thirty years, Banyen Books has been a mainstay of the alternative scene in Vancouver.

This bookstore has a stock of 26,000 books, CDs, tapes, and videos related to topics such

.. as transpersonal psychology, Eastern spirituality, ecology and community, metaphysics

and philosophy as well as a variety of paraphernalia related to “New Age” and spiritual
practices such as yoga and meditation. Banyen also holds regular workshops and lectures

(http://WMv.banyenbooks.com; accessed May 2003). Two majér alternative magazines

" are based in Vancouver: Common Ground and Shared Vision. Both these free monthly

magazines contain directories of CAM practitioners and services. Common Ground

claims that each issue reaches 250,000 readers (http://www.commonground.ca; accessed

May 2003), while Shared Vision reaches 175,000 (http://www.shared-vision.ca; accessed

May 2003). The Vancouver area also comprises a variety of CAM-related associations -

® For more information, refer to http://www.callanish.org
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such as the Alternative Health Network, an advocacy organizatidn, as well as educational
- institutions that train practitioners, including several private colleges that teach TCM and

a training program in Holistic Heath Studies at a local public community college.

Fieldwork Methods

"In dc;ing the fieldwork, I relied primarily on ‘rhree methods of data collection: individual
interviews with cancer batients arld with converrtional and CAM practitioners,
participant—observation in relevant séttings, arld review of textual material. I began doing
interviews in the fall of 1999 and did my last one in the spring of 2003. In total, 45
individual interviews were done. The perspectives of a total of 24 cancer patients ;Jvéré
included in the research'(17 patrents were interVievs./ed‘i_ndividually and seven took par‘r /in
a group rnterview)._The research incorporares the perspectives of rrine conventiorral .

~ health care practitiorrcrs and eleven people involved in CAM: ten practitioners and one |

édministrator. Eight.pe(.)ple participated in more than one interview. I began rhe

fieldwork by focusing on the experiences of patients, since I wanted my interviews with

practitioners to be informed by an understanding of patients’ perspectives.

‘Interviews with Cancer Patients’

I did irldi\;idual interviews with 17 cancer patients, all of whom had used some kind of
complementary/alternative approach as part of their cancer tréatment regime. Ten of
these patients were interviewed once; seven were interviewed twice. A total .of 24

personal interviews with individual cancer patients were conducted. Ten of the patients

-

were women; seven were men. The age range of the women was from 34 to 69, with a




mean age of 52. The age range of the men was from 48 to 69, with a mean of 58. Two of
the participants were Chinese; one was Indo—Canadian; the rest were white. All of the
participants had completed high school, \;vith four having some post-secondary
education, six having undergradu.ate degrees, and three having graduate degrees. Eight of
the participants wefe married, and nine were single, divorced, dr_separated.
) \ 4
The patients had been diagnosed with a variety of cancers and were at various
stages of the cancer traj ectory, from a few mqnths to more than twenty years post—
diagnosis. When interviewed, nine participants believed they were in remission, six were
in active treaiment, and two were receiving palliative care. As of this writing, six of the
patients | interviewed have died. Participants liad been diagnosed with the following
types of cancer: breast (6); prostate (4); gynecological (2); melanoma (1 male and 1
female); lymphoma (1 feméle); esophageal/stomachl(l male); and colon (1 male). Four
of the patients refused conventional freatment beyond that required to confirm the
diagnosis. Thus, this group has a higher proportior} of peoplé (24%) who have refused
c’onventional treatment than is typically found in survey samples of cancer pa‘;ierits
(usually less than 10%). Most patients used several CAM treatments, typically combining
activities such as participation in a support group and ﬁeditation with the ingestion of
substances such as high—ddse ‘supplements, h¢rbal remedies such as Eséiac, and/or other
treatments such as Iscadore or shark cartilage. Table 2 presenfs a summary of each

patient’s situation. For further information, see chapter 4, where the stories and

perspectives of six patients are profiled in detail and Appendix A, where brief profiles of

each patient are provided.
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Table 2: Characteristics of Cancer Patients Interviewed Individually

" Demographics Diagnosis .| Recruited | Conventional-| CAM.Treatments | Status-at
' ; Date and: | Through | Treatments'. Used - - . | Interviégw . .
Type of - Used : s e
: - | Cancer o . i ,
s Male, white, 55. Stomach- - | Family » Surgery - e Anti-cancer Assumes
e Married with -esophageal | physician | « Chemo vaccine remission
. children cancer, ' ' e Essiac
e Retired teacher & | Oct’97 ¢ Supplements
‘social activist. ' e Exercise
e BA and teacher’s
degree. . .
¢ Female, Chinese, Breast, ’85; | Counsellor | « Surgery e TCM: herbs Palliative at
50. recurrence | (friendof | « Radiation « Diet change time of
e Single in bone ‘93 | author) s Chemo '« Exercise interview.
o Medical social ) ‘ o Naturopathy (Died Fall
worker * Support group ’00)
e University degree ‘ o
e Male, white, 48 Prostate, Family e Hormonal » Meditation Active
e Married with Oct ‘99 physician therapy « Visualization treatment;
children :  Surgery e Yoga considering
e Manager. : « .Diet change - radiation
o MSW.  Naturopathy:
herbal remedies
) < » Acupuncture )
¢ Female, white, 69 | Breast, Hope « Surgery « MRV vaccine Assumes
e Writer Jan ‘99 House (biopsy only) | « Essiac remission
* Divorced, grown ) o Vitamins, herbs,
children. ‘ and other
» Some university, supplements
no degree. « Visualization,
affirmations
» Meditation
» Support
* Yoga
E , . ¢ Diet
e Female, white, 54 | Breast, '92; | Hope - « Surgery « TCM: herbs, Assumed
e Separated with recurrence | House » Chemo’ acupuncture remission at
grown children ' inovary & « Hormones e Diet time of
o Retired teacher intestine, « Meditation interviews.
¢ University degree | 98 * Support group (Died July
new breast « Various Mind- '02)
primary, body
, summer ‘00 ' \
e Female, white, 50 | Melanoma, | Hope » Surgery « Iscadore Long-term
e Single stage [V House « Chemo « Diet change remission
e Counselor 177, « Meditation
e Grade 12 Recurrence + Psycho-therapy
‘ 4 ‘80; e Yoga
second « Vitamins
recurrence « Homeopathy
few months ' :
later’
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1D Demographics . Dateand | Recruited | Conventional { .CAM Treatments * |-Status:at -
No. | AR Typeof; | Through [ Treatments .| Used .;  ~= .| Interview ."s
e : _Diagnosis | -~ Used . ° o [
7 e Male, 66, white Melanoma, | Family « Surgery. « diet change Actively
e Divorced, grown | diagnosed | physician o Healing touch pursuing
children, Feb *99;  Meditation CAM
o Retired teacher recurrence e Tai Chi, Qi Gong | treatment
and administrator Oct 99 - (Died Aug
¢ MA. : o "00)
8 » Female, white, 62 | Breast, ‘97 | Family e Chemo » Mind-body Assumed
« Divorced, grown physician « Radiation - « Visualization - remission at
children » Surgery e Music time of
» School « Relaxation group | interviews.
administrator (Recurrence
 M.Ed. Spring ’02)
9 « Female, white, 50 | Breast, Hope » Surgery » Vitamins: high. Active CAM
¢ Single diagnosed House - « Refused dose : treatment at
« Self-employed. ’99; chemo & | e Supplements interview,
« 3 yearsuniv., Recurrence - radiation » Massage (Died ’02)
technical courses several e enzymes '
o ' months
) . later _ :
10 « Male, white, 61 Prostate; CIH « Refused o TCM: Herbs, Active CAM
« Married Jan ‘98 hormonal acupuncture treatment
+ Businessman treatment and | « PC SPES -
» BSc. -radiation « Group support
. \ ] . « Meditation
11 » Female, white, 55 | Cervical, Hope o Surgery » Naturopathy Refused
‘ » Married diagnosed House . o [V vitamin C radiation and
« Activist 98, « acupuncture further
(volunteer) vaginal, « MRYV vaccine surgery;
» BA, some grad diagnosed o Essiac ) active CAM
school ‘99 « Vit A, other treatment
supplements
: « Group Support
12 + Female, white, 34 | -Lymphoma | Counselor | s Surgical » Naturopathy Just finished
« Married, young Diagnosed | (friend of | biopsy e Essiac active
child, ‘97 *| author) e Chemo » Vitamins treatment at
 Secretary. « Group support interview.
o Grade 12 : (Later
‘ . recurrence)
13 « Male, white, 64 Colon with | CIH « Surgery » Shark cartilage Active CAM
« married, grown metastasis ¢ MGN3 (immune | treatment.
children, to liver enhancer) (Died Sept
« Retired builder. ‘99 e Vitamins ’00)
« High school -~ Visualization )
, . : « Group Support. :
14 « 'Female, Chinese, Breast, Heard e Surgery o Acupuncture, Assumed
40 Jan ‘99 about o Chemo herbs remission
» Single, research « Radiation -« Group support
« Office through « Reflexology
administrator. friend « Yoga _
« Grade 12 and « Diet change
some college o Art therapy




/Recruited:” |-

« Retired teacher

o University degree »

« Support group,
relaxation group
» Meditation

|« Demographics. - | Dateand; - Conventional:.|'CAM Treatments: \|. Status-at. © |
Lo : Type of Through - | Treatments |« Used - - | Interview -
Diagnosis - | | Used : .
15 « Male, white, 68 Prostate, BCCA + Refused « Saw palmetto Assumes
» Widowed fall ‘99 conventional « PC SPES remission
» Retired manager treatment  Chinese herbs
o Grade 12 « Diet changes
116 « Male, white, 48 Prostate, BCCA « Hormone + Unconventional Assumes
« Single diagnosed treatment radiotherapy in U.S. | remission
« Fire fighter ‘08 « Radiation « Cesium chloride
« Some university i ‘
17 « Female, Indo- Ovarian, BCCA o Surgery « Hydrazine sulfate | Palliative at
' Canadian, 60 stage 111 “» Chemo « Thymus extract time of
« Married, grown diagnosed » Supplements interview
children ‘97 e MGN3
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The patients were recruited_for the research through a Veriety of means. Five V\iere
inter‘viewed' after they contacted me after seeing a poster about my research (see
Appendix.B) at Hope House, a non—prhﬁt organization that offers counseling and support -
to cancer patients and their 'lovecll ones. Four contacted me after hearing, about my

| research thfough their family ph}isician (three physicians who are part of my personai
‘network referred patients to me). Three patients were referred to me by their oncologist at
the B.C. Cancer Agency after I asked some of the oncologists I.had interviewen to help
mie recruit participantsi.? Three others contacted me after hearing about my research
through mutuel friends or acquaintances. Two patients ‘Volunteered to be interviewed.
after hearing about my reéearch when [ participated in a patient support group at the
Centie for Integrated Healing (CIH), a facility stéffed by conventionally trained
physicians and eyilternativ.e phactitioners such as naturopaths, and TCM practitioners.

Most interviews were 1.5 hours long. Interviews were tape—iecorded and most
were subsequently transcribed verbatim. A smail number of interviews conducted in the
later etages of the .ﬁeldwork were not transcribed in their entirety. Mest intervievizs were
‘condueted in the participant’s home. Three participants were interviewed ina piivate
room at their nlace of work.

Interviews were relatively unstrnctured, the objective being to let:the participant’s
concerns and perspectives contribute to the shaping of the conversation. Generally, I |
began the first interview by aSking participants to tell me the story of their diagnosis and

treatment. I asked them to talk especially about how they made decisions about what

7 At the beginning of my fieldwork, I intended to post a notice at the BCCA’s Vancouver centre inviting
patients to participate in the study but later decided not to do this. By the time I received approval from
' BCCA to post a notice, | was aware of how much patients wanted to talk about the research issues and was
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treatments to'undergo. Using the information provided in‘ the person’s narrative as the
starting ﬁoint, we then explo'red'the ways he or she thou\ght through the decisions to be
made, e.g., what'sourée_s of information weré considered credible, what factors weré
taken into consideration and why, how trade—offs were m/ade; what role other people
played in their decision making, how beliefs about health and illness influenced thé
decisions, and how the assessment of a treatmeﬁt’s value changed as a result of
‘exp’erience with the treatment or the practitioner. Depending on the time it took to cover v
this territory, I either asked for the person’s perspective.on some of the health policy
issues in the closing,stéées of the inter_vie\.)vAor, if it seemed that there was still more
grbund to cover, or if I needed time to reflect on what had be_én said, I requéétgd a
second, folloW—up interview. Prior t_b the follow—up interviews with the seven people I
interviewéd twice, | reviewed the tape or the transcript of the f{fst interview and made
- notes of specific issﬁes [ wanted to explore in mbre depth or points I wanted to clarify.
Geherally, after pursuing these topics in the second interview, I asked for the
participant’s perspective én the policy issues to close the interview.

| I also facilitated a group iqterview at Hope House in Marcﬁ 2000 §vith seven
‘cancer patients and the spo.use of one patient. When I‘initially solicited research
participants at Hope House, the response was so enthusiastic that I decided to do the
groﬁp interview in order to heér the perspectives of the people who waﬁted to provide
| input to the study without weigh;cing the sample (i.e., the group of people who -
voluntee.red toAtake part in the study) too heavily with patién‘ts recruited from a sihgle

source. The group interview participants were Hope House members who had

)

concerned that | would be inundated with potential participants when I only needed a small number of
patients to complete my sample.




volunteered to be interviéwed in response to my original poster or who responded to a
subsequent poster inviting partiCipation—in the group. In addition to briefly telling their
own stories of diagnosis and t;eatment, the participants in this .group,tall.(ed about how
they defined complementary'aﬁd élternativ'e medicine, what soufce's of information about
treatment options they considered trustworthy and why, and what role their own personal
éxperience played in their thinking about the value of different treatments and what

importance they gave to scientific evidence. This group interview was tape-recorded and

transcribed verbatim in its entirety.

_Intéwieﬁs_with Conventional Practitioners
I intér)viewed six onc¢ologists who work at the V.ancouver centre of the British Columbia
Cancer Agency (BCCA). Three of these are radiation oncologists; three are medical
oncologists. Four are male; two are female. Mést had niore, than ten years experience in
‘oncolo‘gy. I also interviewed three BCCA nurses, two of whorh work at the Vancouver
centre, one of whom works at the Fraser Valley centre. All the nurses ‘are female. One is
a nurse engaged directly in patient care; two act as consulting specialists to other nurses.
Two interviews were conducted by telephone because this was the most
convenient arrangement for the particif)ant, given thg constraints én his or hef time. Thé
remaining seven interviews were conducted in person at the Vancouver Cancer Centre.

The interviews lasted about an hour. All interviews were tape-recorded and most were

transcribed verbatim in their entirety. The recording quality of two interviews was so

poor that they were not transcribed. .




The conventional practitioﬁers weré re_crﬁited for the study by means of an e-mail
invita_tion' that Was sent in June 2001 to all BCCA oncologists and nurses through the
ofﬁ.c'e of the secretary of the CEO of the BCCA. I iﬁtervieWed all those who responded to
this invitation during the summer of 2001. |

In general, I began my interviews with conventional practitioﬁers by asking them
to talk about the issues they are facing related té the use of CAM by cancer patients.
Depéndihg on their responses, the interviews gﬁontihued with considerations of questions
such as the following: How have SIour experiences influenced your thinking about why
patients use'CAM? How does CAM ulse affect relationships between convéntional
practitionérs and patients? What are the fundamental differences befween conQentiona_l
medicine and CAM? Whét sources of information about the safety and efﬁcaqy of
different treatments should pract.itioners and patients use in making décisions about
treétments? What ethical iséues does CAM use raise for you? And what are your vi¢Wé

~on the concept of integrative medicine?

Interviews with Complementary and Alternative Practitioners

I intérviewed one administrator of a CAM treatment centre and ten CAM practitioner's‘
who practice a variety of healing approaches, including héaling fouch, traditional Chinese
medicine (TCM), naturopathy, chiropractic, massage, and counselihg that encompasses .
spiritual as well as psychological concerns. Two of the practitioners are conventionaHy
trained physicians who now rely on techniques that fall into the category of CAM (e.g.,

the use of unconventional substances such as anti—cancer vaccines, herbal remedies, or

dietary regimes, and meditation). Four of this group of informants was affiliated with the




Tzu Chi Institufe, a facility whose objectives were fo offer integrated biomedical aﬁd.
CAM treatments and to conduct research regarding these treatments. One practitioner
was affiliated with the Centre for Integrated Healing. One was afﬁliated'With Hope .
Heuse. Six of these CAM practitioners specialize in cancer care. Two are thefnselves
formef cancer patients. Most would be considered members of the professional health
care sector, rather than the folk sectof. The exceptions might be the healing touch
practitioner and the counselors, although these practitioners had uﬁderéone specialized
training and received remunera'ti(‘)nv for their work.

The CAM practitieners were recruited for the study through a variety of means. In -’
sonie .cases I requested an interview after meeting the individual through my ﬁeld;zvork
and leariling that the individual or the organization with whieh he or she was affiliated
played a key role in CAM cancer care in Vaecouver. In some cases | hadl not rr;et the
individual but requested an interview after hearing about the practitioner from patients or
ot.her practitioners. In the case of the Tzu Chi practitioners, I attempted to organize a
group interview with the Institute’s pfactitioners,_but scheduling difficulties made this
impossible. Instead, I interviewed the three p’r_actitioners.who were most interested in
participating in the study individuaﬂy, by telephone. The other seven interviews were
conducted in person in the participant’s home or p1aee of work. One individual was
interviewed twice, the rest were interviewed once. There was only one CAM préctitiorier
that I eppfoached who did not take part in the study. This naturopath initially agreed to be |

: interviewed but repeated attempts to afrange an interview were unsuccessful.

Generally, the interviews lasted 1.5 hours. All-interviews were tape—recorded.

Three interviews were transcribed verbatim in their entirety. In the case of the other
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interviews, notes on the 'intefviews were done while listening to the tapes. Only. selected
passages w‘ere. transcribed, primarily thbse destined for inclusion in tﬁe dissertation.

The interviews with CAM practitioners generally began with them providing a
brief explanation of their approach to healing, if I Was not alréady aware of théir work. |
then covered the same issues covered m my interviews with conventional practitioner_s:
What issues are you facing as complementary and alternative medicine and conventional
medicine converge? Why are patients using CAM? What are‘the fundamental differenc’:es
between conventional medicine and CAM? What sources of information about safety and
’éfﬁcacy do you consider credible and trustworthy? What a;e your views on integrative

medicine?

Particip%mt—Observation

I did participant—observatioﬁ in several settings. From Decefnber 1999 to October 2600, I
was a mémber of a committee consisting of representa_tives from the BCCA and the |
Centre for Integrated Héaling (CIH) that was created to consider whether and how to
achieve the integlration of conventional and CAM facilities and practitioners. After '
several meetings, this committee evolved intp é larger committee (two patients and
another researcher joined the committée) with a speciﬁc mandate: to develdp
recornmendations regarding the integration of cbnventional and
complementary/altevrnative. health care as part of a national effort to forrh a
comi)rehensive strategy for ca_hcer prevention, Scyeening, diagnosis, and tredtment. This

committee met every two weeks while it was discussing these issues and formulating its

recommendations (which were submitted in June 2000). The other committee members




gave informed cohsenf to allow me to include my experiences in the committee in my
reseafch. In the early stages of my involvement with tlﬁs committee, my role was
predominantly that of observer. Since I was takingb notes anyway, | became the group
recorder. Once the committee took on the responsibility to develop a set of policy
recommendatipns and the grdup expanded, I beca_m_e a more acﬁve pafticipant; offering
' my perspective on the issues when I thought this would help the committgg achieve its
objectives. Participati‘nvg in this committee gave me a strong appreciation for the
questions and concerns of people on both ends of the biomedical-CAM spectrum as well
as giving me a direct experience of struggling with the thorny'policy and practice issues
presented by the convergence of CAM and con.ventional medicine. |
I also participated ink a group fdr canéer patients at the CIH. This group met
weekly for five weéks with the goal of teaching patients about various mind-body
approaches-to healing (e.g., meditation and visualization). The gx;oup members 'gavé their
consent for me to participaté in the group; they were eager to contribute to thé study
because of their ‘perce‘pti’on that the topic wés importént/. I éttended’all but oﬁe of the
group sessions and participated in all of the group activities, iﬁcluding the Qccasioﬁal
sharing of personal stories and éxperiences. Itis irhportant to note this group did not
reach the level of inti.macy that patient groups sometimes do, since the emphasis in this‘
particular gréup was more on providing instruction in mind—body techniques than on
providing emotional support.
I attended a number df conferences relevant to thé research issues: a conference
on CAM for physicians sponsored byrthe Tzu Chi Institute; and the B.C. Medical

Association in September 1998; a conference for practitioners and patients called “Living
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Well with Cancer” spearheaded by the BCCA in March 2000; and the annual
“Compréhensive Cancer Care” conference in Washington D.C. sponéored by the Center
for Mind-Body Medicine, the National Caﬁcer Institute, and the National Institutes of
Health (I attended in June 2000). In addition, I attended an August 2000 public
consultation on the regulation ‘of natural health products 0?édn_ized by‘Health Canada, a
symposium on Aboriginal healing approaches used in severgl countries held at the
Univeréity of British Columbia, a First Natio‘ns‘mediciné wheel ceremony, and a Variety
of public lectures and pfeseﬁtations by well-known CAM proponents (e.g., Carl
Simoﬁton, Deepak Chopra, and Mario.nA Woodman) and loclal experts on the issues (e.g.,
Steven 'Aung and Allan Best). Attending these public events gave me a feel for the social

context surrounding the research issues and gave me first-hand exposure to'the

" perspectives of some of the major players in the debate about the legitimacy of CAM.

Collection and Review of Texts and Discourses
In September 1999 I began collecﬁng relevant storiesl from the local print media and frolm
: national publications such as Saturday Night and the National Post. These stqries
included items about new cancer treatment approaches, both conventional a'nd
‘complementary or alternative, human interest stories about individual patiénts, debates
about the legitimacy of CAM, ar_ticles about the role of science in society, and articles
about health policy and CAM. I also reviewed transcripts from a series of programs aired -

“on CBC Radio’s Ideas program in the spring of 2000. This series, entitled “Rethinking

- Medicine,” dealt directly with many of the issues that are central to the dissertation.




Relevant passages from fhese texts were highlighted and observations about public
discourses were incluaed in the analytic memos I wrote as the fieldwork I;rogressed.
After int;rviewing patients and réalizing the important role the Internet plays in
pati‘ents’ decision making, I “surfed” the Internet to find out what kinds of information
patients are encountering. At first, I~ap;;foached the Internét as if | were 2; cancer patient
looking for information about CAM treatments. I quickly became aware of the profusion
of information and perspectives relevanf to the dissertation issues that can be-found on
the Internet and so coﬁ;[inued exploring, looking,for éxamples that would illustrate some
~of the key features of the public discourse surrounding the legiti;llacy of CAM. Some

* relevant examples from these discourses are presented in chapter 7.

| Ethical Considerationé

The plaﬁs for the research were evaluated and. approved by the éthids committees of the
Univefsity of British Colufnbia and tﬁe British Columbia Cancer Agency befére any data
- collection was gndertaken. Other settings where fieldwork was undertaken (e.g.,
complementary and alternative facilities) did not requir‘é separate ethical approvais. The
research éomi)lied with the guidelines for privacy, confidentiality, inclusion! informed
: conseﬁt, and other ethical concerns presented in the Tri-Council Policy Statement
regarding Ethical Conduct for Research Involving Humans (Social Scierllce‘and ‘
Humanities Research Council 1999/). (For copies of the consent forms, see Appendix C.)
Theré were no unusually difficult ethical dilemmas that ﬁeeded to be resolved in |
the course of the ﬁeld@ork. I had no difficulty “entering the field” and was warmly |

welcomed in all the settings in which I collected data. I had no difficulty recruiting
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people to take part in interviews or obtaining informed consént. I had‘to be careful about
confidentiality, given the relatively small wbrld of CAM cancer care ianancouver-.' I had
to be sens\itive to thé hopes and fears of thoseb whom T interviewed. I had to be mindfulvofl
the danger of leading feslpondents in particﬁlai’ directions given the unstructured nature of
the interviews. But, given people’s eagerness to talk ébout the issues and my lack of
| formal affiliation with any organization or heal{ng approach, I did not feel that éoercion
.was a éigniﬁcant danger. While there were a few occasions when patienfs became angry -
or upset about their situatiqn during an interview, they recovered their composure as they
continued telling their st(;ries and I sensed no risk of lasting harm. On only one occasion
did a patient ask me directly for information about alternative treatmeﬁts she might use
_ar‘ld, since I knew ndthin'g about specific treatments for the kind of cancer she was
inquiriﬁg about, I simply said that. Other than this one occasidn, patients seemed to
understand clearly tilét my role.was not to provide informatjoh or advice about differént

cancer treatments. )

Since the dissertation presents detailed descriptions of individuals’ situations and
perspectives, thére is some risk that rese'arch participants could be iden;ciﬁéd thus
nullifying the assurance of énoﬂymity they were given. Where there was significant risk
that a description or quote might enabie others to identify a participant, I gave the
relevant sections to the participant before finalizing the dissérta_tion (e.g., the patients
proﬁleci iﬁ chapter 4 revieWed their prbﬁles). I asked the part.i‘cipant specifically to
consider whether their anonymityjrwas at risk. None of these participants expresséd

concern about the material in the dissertation. Some said that they might be identifiable

but that this was acceptable to them since there was nothing reported in the dissertation
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that they had not either already said in public or would be willing to say in public. In
addition, the questioﬁ of Wh:ether to identify the B.C. Cancer Agency as the site of my
interviews with con\./entio'nél praqtitioners was discussed by my supervisory committee,
which includéd the CEO of the .BCCA. Given the likelihood that readers would easily
identify the agency because of the central role it playé in cancer care in Vancouver, it was

decided that it was acceptable to name the setting where these interviews took place:.

Analysis and Interpretation of Data _

The tapes of almost all of the interviews were transcribed Veri)atim into Word files. The
. tapes and transcripts were reviewed many times during the course of the fieldwork.
Particularly cogent, insightful, eloquent, or relevant pasé;ages were .highlighted és

. potential quotes for inclusion in the dissertation. Ih the case of a small number of
interviews done later in the fieldwork, summary notes wefe word proqessed while -
liétening to the tapes and then verbafim transcripts of selected passages to be used in the
dissertation were done.

In the early étages of the fieldwork, the trénscripts wefe analyzéd accordiﬁg to the
constant comparative method described by EmerSon et‘ al. (i995). This method involves
~ iterative rounds of coding, starting with “open coaes” based on the ideasv, themes, and
issues expressed by research participants, and progressing to more abstract “focused
codes” and cétegories of codes. Analytic and reﬂeétive rﬁemos were written in
conjunction with the coding pfocess as a way of extending the process of inquiry by
making connections bet-wegn bategories of codes. For‘ex‘ample, one category of focused

codes or primary themes was “medical systems.” This category included open codes such
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as “CAM outcomes,” “limits to conventior;al medicine,” and “patient—doctor
comﬁlunication.” Another category-was‘ “sociél-cultu;al context.” This category included
the fplloWing open co'des: “cancér gulture,” “vested interests,” and “forces behind CAM
use.” A third category, “Epiétemology” included codes such as “knowiﬁg throﬁgh the
body,” “ﬁqind—body link,” and “trial and error‘.”

In the later stages of thé fieldwork, when the predominant themes and catégories
of themes were clear, the coding process focused on identifying interview passages that
confirmed or added new dimensions to those primary themes. Passages from different
interviews were cut and pasted and compiled according to theme.

Since participants rarely spoke about legitimacy per se, [ also reviewed the
intérviews and asked the question, “How is thisj person determining the legitirhacy of thé
different approaches to healing A;[hat we talked about_?” The analytic memos that resulted _

from this review of the tapes and transcripts also made comparisons between participants,
including comparisons between the legitirﬁation strategies éf patients vs. those of
biomedical or CAM pract{tioners. |

The field notes describing participant—observation sessions were not analyzed in
as standardized or systematic a wéy as the interview data, since the settings were Very
different and the degree of my engagement as a participant varied. My reflections 6n_
what I experiénced in the settings where I did participant observation were incorporated
in the various analytic memos I wrote. Thus, the daté fro.m my participant—observation
sessions provided ‘contextual information that h‘élped move the inquiry and the analysis

I

forward. Excerpts from the notes from some of these sessions are included in the

description of CAM settings in chapter 6.
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VIn order to integrate the preliminary analyses I had done :and create a conceptual
synthesis of the fieldwork data (i.e., the interview data, the lessons from my participant
observation, and the textual matéria_l I had collected), I felied on a framework for
discourse analysis described by Gee (2000). This analytiéal framework is congruent with
the interdisciplinary and critical-interpretive, constructivist approach I have taken‘in the

| research. The framework encourages critical inquiry- iﬁto exaétly the kinds of
sociocultural legitimatioh processes that are the focus of the dissertation.

Gee’s framework uses a number of analytic tools or thinking .devices. Two of
those conceptual analytic tools were particularly relevant to my dissertation: situated
meanings and cultural models. Gee defines situated meanings as gqid—level patterns or
generalizétions that are not too specific, bﬁt neither are they too generél. They are4
flexible, transformable patterns that come out of experience and in turn, cdnstruét
experience as mea;lingful in certain ways and not oﬂlers: Situated meanings are a prbduct
of the béttom—up action and reﬂec;,tion with which one engagés the world and the top—

- down guidance of cultural models (Gee 2000).

Cultural models mediate between.the micro level of social intéractions and the.-
macr; level of social institutions. They serve to establish what counts as a central, typical
case and what céunts as Iﬁarginal or non—typical. Cﬁltural models are image-s or
storylineé or descriptions of ’simpliﬁed worlds in which prototyp.ical events unfold.
Cultural models can coalesce into “mas‘;er models” that incorporate mqfe discrete models
and provide generalized, encompassing perspectiVes. For example, the master model
around cancer being a “dread disease” (Patterson 1987) includes other cultural models

such as “cancer should not be talked about openly” or “donating money to research will
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bring about the curé.” Cultural models are rooted in the pradtice's of soCiocﬁlturally
defined groups of pedple. ‘Mo‘re will be Said about this connection between cultural
models aﬁd social practices later in the dissertation. Gee’s conception of cultural models
is congruent with the way this concept is used by other authors (Gee 2000).3
Gee (2000) describes “little d” discourses,—thé way lahguégg' is used—as being '

melded with non—l_ang.uage “sfuff > such as clothes, gestures, symbols, tools, values,
élttiﬁldes and beliefs to create “big D” Discourses that enact specific identities and
, activitiés. For example, using the language of Gee’s framework, there is a Discourse of
biomedicine thgt includes éiscourses about the legitimacy of different approaches td
healing. AIn the ensuing(di‘scuséion of my ﬁgldwork, when I wantfto invoke this la‘rger
conception of Discourse—as a force that both carries and beétows social and cultural
power—I willvcapitalize Biémedicine or CAM or the word Discoqrsé.‘ .

| Gee’s (2000) analytic framework allowed me to use the concepts of ;situated
meanings, cultural models, and Discourses to examine the fieldwork data in light of
several questions ;[hat Gee idgntiﬁes as crucial to applied discourse analysis‘(i.e.,
discéufse analysis‘t.hat is intended to fuftﬁer_ the ‘understanding of important issues énd
serve as the basis for effective éction). These questions include: What cultural modelé
seelﬁ to be at play in connecting situated meanings té each other? What Discourses
and/or institutions are being (fe)produc_ed in this situation and how are they béing
stabiliied of transformed? What relationships and identities with their concomitant
personal, sociél{ and cultural knowledge, beliefs, values, and feelings seem to be relevént

to the sif_uation? What social goods (e.g., status, power, legitimacy) are relevant (and

¥ See the concluding section of chapter 2 for a discussion of the relevance of cultural models to the
dissertation. ‘




irrelevant) and how are these social gqods conneéted to cultural models and Discourses?
How do situated meanings, cultural models, and Disco'urse-s interact to create cohérence
fof the actors iﬁ the situation‘;7 (Gee 2000)

Using Gee’s (2000) framework as a guide, I reviewed the tapes and transcripts of
the interviews with patients again, asking the above questions. On the basis of thev
.resulting analytic memos, [ prepared th;: patient profiles preseqted in chapter 4. I then
reviewed the tapes and transcripts of the practitioner interviews asking the éame
questions, wrote aﬁalytic memos, and selected péssages that illustrated relevant
perspectives or dynamics. The results of these analytic procésses are presented in
chapté'rs 5 aﬁd 6. |

T he results of this discourse analysis dovetailed‘ with the results of the earlier
coding and categorizing of the intérview data, i.e., the three key areas that are being
unsettled and contested in the debate about CAM’s iegitimacy are: the relationship
between patients and practitioners, the nature of the links between the mind and the body .
and thé nature of health and healiﬁg, and tﬁe value of different ways of knowing. The
chapters that describe the perspectives of those within the Discoursé of Biomedicine and
the Dis_course of CAM and the chapter that presents relevant examples froin public
discourses fdcus on these key issues.

- After writing the éatient prbﬁles presented in the next chapter, I. also drew
schematics that‘attempted to portray the dynamic procésses whereby patients use cultural

mode_lé and discourses as a basis for making treatment decisions (see Appendix D). The

process of drawing these schemiatics contributed to the “ripening” of the theoretical -




\

V analysis of the data from patients and laid the foundation for the discussion of

¢

legitimation processés contained in chapter 8;
This description of the analysis of the fieldwork data has follo;zved the academic

convention of foéusing on what is done with the data after they are collectéd. Without

downplaying the role of these éfter—the—fact .analytic processes, I Want to mén_tion the

important role that doing the fieldwork played in'the process of “analysis and

interpretation.” I had countless large and small “aha!” experiences during interviews and

events where [ was doing participant obsefvation. The unstructured nature of the
interviews allowed for.a mutual exploraﬁon of the research issues, sometimes with the
result that both the participant and I discovered new territory. For me, the experience of
doing fhé interv.iew, being with. the participant aﬁd seeing his or Her fglcial and bodily.
expressioﬁs, hearing the story, and feeling the emotions, contributed useful insights and
helped move tile inquiry forward. It is also important to note,;chat "[he analytic énd

interpretive process continued as the dissertation was being written.

Trustworthiness of Analysis and Interpretétion

Constructivist social science research attempts to use new ways of establishing fhe
v_alidity or verisimilitude of social science research. Various alternatives to positivist
conceptions of validity and reliability have been proposed, including constructivist
criteria of trustworthiness (e.g.; credibility and conﬁrmébility) and authenticity (e.g.,
fairpess and capacity to enhance understanding) (Gub'a and Lincoln 1994) and feminist
notions of catalyﬁc validity (the degree to which the research procesé provides én 4

irﬁpe_tus for transformative action) (Lather 199‘1') and Voluptuous validity (the degre’e to
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~ which research includes and reflects women’s experienceé) (Lather 1993). As an
ethnography, this dissertation is inhere_:ntly interpretive. It cannot be judged'agaiﬁst any
objective standards of truth. Ultimately, its readers will be the arbiters of its
trusfwérthiness, authenticity, ana utility.
I have endeavoured to provide a paftial assessment of the trustworthiness of my -
representations of the fieldwork data by having people 1 interviewed review specific
chapters of the dibssertati(_)n. Four of the six paﬁents whose stories and perspectives are
described in chapter 4 have reviewed their own profiles. UAnfortunately, two of the
patiénts who are profiled passed away before the drafts were written. The four patients
who reviewed their ‘proﬁles all verified the validity and relevancé of my descriptio_n and
interpretations. Virtually no _changes to my .drafts were requested. Two patients made a
- point of expressing their appreciation that I “got it.” Sirﬁilarly, I asked two of the six
oncologists and one of the three nurses 1 interviewed'\t-olr‘eview the chapter that describes
the perspectives of biomedical practitioners. In the case of this chapter as well, no
subs.tantivevcharll’ges Qere seen as needed. The biomedical practitioners, too, perceived
that I had accurately represented the situation as they saw it. Fo.r example, one said that

. things resonr;,lted with her é_nd that her reaction to the chapter was, “Of course.” The
reactions of the conventional practitioners-who revieweci this ghgpter aiso suggest the
thesis may have éatalytic validity. Oné oncélogist thanked me for giving him the
opportunity to read the chapter since it had prompted him to think differently about some
of the issues. The chapter describing CAM was reviewed by four of the eleven CAM—
associated pebple I interviewed. Their feedback was similar to the conventionalﬂ

practitioners: my description and analysis reflected the situation as they saw it. Thus,
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these “member checks” by people from the various groups whose perspectives are
presented in the thesis téstify to the trustworthineés and relevance of my analysis and
interpretation.

The strength of my analysis is alsd afﬁ;med by its internal consistency,- i.e., the
results derived through the constant comparaﬁve method\‘ converged with the later
discourse analysis. In additibn, the three key themes that emerged from the analysis' of
the data frém patiénts ére the same issues that two other authors have highlighted as
central to thé questions under investigation. | was unaware of these other statements of
the key issues until after my analysvis;was complete, so my identification of these same
issues arose independently. This congruence further reinforces the qlaim for the -
trpstworthiness of my analysis. In discussing the changes that have bee;ri occurring in the
social and cultural-context surrounding medical care, Lupton (1994) points out that
patients are demanding to i)e better informed, to be included in decision—making
processes, to be .treated as more than just physical “bodies” and to havé ;[};eir 6wn
knowledge ab.out their health valued. The second autﬁor whose interpretations coincide
with mine weaves the story of her own treatment for cancer into a socigl_and cultural
analysi‘s of cancer, biomedicine, and CAM. She notes that, “The patterns of the
conceptualiiation,of illness, disease, the bods;, the doctor and the patient have become |
‘second natgreg to our contemporary Western culture, and are iﬁtegral to its fundamental

_discourses of rationality, object.ivity, and positivism” (Stacey 1997:52). Stacey (1 997)

sees these assumptions being unsettled by discourses associated with the prevalence of

CAM.




Strengths and Limitations of the Methods
Despite the above assertions that the analyses and interpretations repdrted here are
trustworthy, there is no question that what is written here is a construction that very much
reflects who I am and what I believe. This is both a strength and a limitation. Giv.en my
kno&ledg_e_of and experiences with both the worlds of biomedicine and of CAM, I had ‘
little difficulty gaining access fo the settings and the people who were the subject of
ihquiry. As something of an insidér to both Worlds,II was able td understand the.
perspectives and speak the languages of most people I ﬁqet during the ﬁéldwork. This
facility with the Discourses of both Biomedicine and CAM opened doors that might have
been closed to other investigators. I often felt, during an interview, that the ease with -
which the participant aﬁd I found common ground contributed enormously to fhe depth
and richness of the conversation. In this respect, my being an inSide/r was a strength.
On the other hand, my experiences with Both biomedicine and CAM meant that I
did not approach the research with what in the world of Zen practipe is called “beginner’s
‘ mind” (Suzuki 1973). 1 cérn’e to the fieldwork feeling'rhore aligned wifh CAM than w-ith
biomedicine. This bias, no doubt,‘ meant that [.did not pursue some questions with
participants that I thought I already knew the answers to, or ‘believed were not interesting.
As a result of my experienceé dufing the course of thé'ﬁeldwork, my,‘I.)erspective
éhanged. For example, 1 beqame more appreciative of conventional oﬁcology
practitioners because I got a glimpse of the courage it ltakes to continue practicing in. the
midst of the ambiguity, frustration, and suffering they encounter every day. I also became

more sceptical about some aspects of complementary and alternative medicine as I
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explored the role of cultural models in créating meaning and saw the influence of belief
systéms iﬁ my own thinking about health and illness. ’

Each reader must make her or his c;wn judgment about the c.ii'ssertation’sv
trustwdrthines_s. As the writer, I make no.claims_to truth in the positivist seﬁse.' If the
dissertation deepens understandingland clériﬁes the issues‘ (which themselves concern the
question of how 1egitimacy is deterfniﬁed),‘then [ hope it will be considered as one -
example of the value of ethnographic approaches to complex issues.

My representation of the perspectives of those I met during the fieldwork may be
seen as prbb-lematic, given the current concern about represéhtation in ethnography..The
méterial from the interviews presented in chapters 4, 5, and 6 portrayé only' one side of
the conversation. That is, the words of the.participant are Aquoted, but my questions and
comments are not. I have also selected some passages for inclusion and omitted others.
These are both limitations imposed by space‘constraints. I chose not to use the
dissertation as an opportunity to show how .the conversations were bo—creafed because [’
believed that while this is an.important consideration, it is ﬁeither central to the |
dissertation’s themes nor crucial to the kind of analysis that was performed. As the
énélyst, I aséumed the right and the responsibility to select what_ was important. This
focus on selected parts of the participants’ input, their extraction from the dialogical
context, and th¢ focus oﬁ the content rathef than the form of our conversations seemed t\o
me to be appropriate given the relatlively broad scope of the dissertation and the need to
limit its length. However, it is important to acknowledge tifat a different type and level of
discourse analysis could have been undertaken and the issue of representation could ﬁave

been engaged more explicitly.
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Another aspect oflrepresentation that is important to consider relates to the size
and composition of the groups of people who vxlfere‘interviewed.‘The strength of the
patient samplé is that those who. volunteered to be interviewed were thoughtful, articulate
_people who believed in the importance of the research aﬁd who were able to directly
addr;:ss the researéh issues. However, this group is bnly a small portion of the number éf
peoplq in the local region who i1a§e cancer and who are exploring a Qvi(ie range 6f
treafment‘ options. In addition to this group'being small, I think it may uﬁder—répresent ,
patients who have little allegiance to cultural rﬁodc_zls associated with CAM. Given the
nature of the inquiry, I think this is not a major weakness, but it means that the reader
sho'uld be careful about assuming anything about the pfedominance of different cultural
models i’n the general population.

The group of biomedical practitioners that took part in the research i:g also small
and self—selected; Some of the practitioners had a strong interest 1n CAM and one or two
may even consider themselves “hybrid” practitioners. None of the biomedical |
practitioners who volunf[egred to be interviewed were openly hostile to CAM, so that
perspective is not seen 1n thle interview data, although it is presented in the context of the
discussion of public discourses in chapter 7. The inclusion of the anti-CAM side of the
| debate in that chapter" and the high degree of cohsgnsus among the conventional |

practitioners I met regarding the issues reassures me that the dissertatior; manages to
.adequately consider the range of biomgdical perspectives oﬁ the legitimacy of CAM.

It is the sample of CAM practitioners that I believe is the Weakest. The CAM

practitioners I interviewed represent only a small minority of a large, heterogeneous

population. CAM includes a wide variety of different practices, some of which are rooted




still people to meet, perspectives to learn more about, and relevant settings to observe.

in different worldviews and paradigms. In addition, fny understandiﬁg of the challenges
faced by those who_ are attempting to integrate biomedicine and CAM is based on

interviews with practitioners, not direct participation in settings that are striving to

 implement integratéd health care models. While the fieldwork generated enough material

to answer the research questions to some extent, I believe that additional exploration of

the perspectives of CAM practitioners and focused participant—observation in integrated

settings would elucidate the issues further.

This ethnography aimed to follow the research problem to relevant sites of

inquiry. While I did manage to engage with many of the key environments and players, T

do not feel I reached the point of “saturation” that is often the goal of qualitative

research. Because of the broad scope of the inquiry, I “left the field” feeling there were

For example, to reinforce the point madé in the preceding paragraph, [ thini( it would
have been fruitful to explore séttings where integrated care was being attempted and to
pursue some of the specific approaches to healing that are'sgbsumed under the CAM
label in more depth,’ especially those such as traditionalv(‘}hinvese Medicine wﬁose .sy‘stems
inciude substantially differeﬁt cultural models, However, 'I believe that the dissertation
has revealed new a'rvld.useful insights and understandings that cén aﬁd should Be used as a
foundation for the resolution of some of the contentidusness~ evident in the interfzilce
between conventional medicine and CAM.

To close this section, I offer some brief reflections on the interdisciplinary nature

of the inquiry since I believe this aspect of the dissertation is both a strength and a .

limitation. The strength of the interdisciplinary approach to the research is that it has




iequired me to draw on relevant research and thought from the social sciences, medicine,
arid heeiltii policy. This has been essential to the attenipt to look at the research issues
fiom a comprehensive perspective that embraces all of the irhportant aspects of the issues
rather ihan iselating and focusing on only a small piece of the puzzle. I ;believe this has
Been the right approaich to take given the _limitations of previoue research in this area,
;iarticulariy medically—oriented fesearch that is not informed by the critical perspectives
_offered by the social sciences..The issues cross disciplines, thus it makes sense for the -
research to cross disciplines as well.

vHov've.ver, the interdisciplinary nature of the work has limitations. First, given that
thevresearch has been doile by one persen rather than a team of scholars each grounded in
his or her own discipline, there is a risk tliat the research ’hehls not been sufﬁcieritly rooted
"in the depth of knoWledge of any one particular discipiine. Further, my being a traveler in
several disciplines and a resident in none has meant that I have not been a member of a
cehesive academic community and so have not had the benefit of frequent dialogue about
the research among peers. Another aspect of this lack of corinection to a particular
vacademic community has been the somewhat idiosyncratic way in which I have woven
together threeids from different discii)lines. This may mean fhat the readers of the
dissertation will riot share t}ie same discursive space, either with me or Wi’iheaeh other.
Acadenﬁic work is intended to be read and’ judged by a community of scholars, but the
challenge of interdisciplinary work is that it does not necessarily have a logical home
commﬁnity to receive it. This dissertation, like niost ethnographies, presents on‘ly a
portion of what was learned through the research. Much of the work is subterranean,

underpinning what is visible but not itself directly seen. In work done within a single
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discipline, where much of the subterranean knowledge is shared, the Writer can invoke
that knowledge without having to explain it. In the case of interdisciplinary work, a
shared knowledge base cannot be assumed. These factors have made the writing of the
dissertation challenging. '_
The other challenge related to my attempts to crose disciplinary boundaries has
. arisen frem the strength of the intellectual socialization I received in my undergradueite
and gradnate training in Psychology. Doing this research has made me acutely aware that
schelars in different disciplines not only use different languages and different
methodologies Abllt their thinking processes are different. There have been countlese times
during the analysis and writing where [ have had to re—orient-my thinking away from the -
search for linear variables and relationships that can be controlled and towards the task of
. making sense of the rnaelstrom of life outside the laboratory. Even as I write this, the |

logical positivist in me is still looking for the answer that will bring closure to the

~ research question..




Chapter Four

Conversations with Patients

Introduction

i This chaptef presents the stories and thoughts of six people who haye been treated for
cancer and nave used complementary and alternative approaéhesl, usually in combi‘nation
;)vith conventional freatments. These six patients were selected as exemplars because each
person’s situationl portrays important anpects of patients.’ eXperiencés .at‘ the interface |
between conventional nledi'cine and CAM. In addition, considered together, the six cases
encompass. the range of situations and perspectives I encountered. The conversation
extrac‘ns included in this chapter show how patients use cultural models and discourses.t(v)

“create meaning and coherence out of profound uncertainty. The names given are not the
real) names bf the people.inter\./iewed. Some’ characteristics of each individual have been
described: I have endeavoured to provide descriptions that embody each individual’s
language withont revealing the person’s identity. |

The verbatim quotes from the interview transcripts have been edited to some

‘extent. For example, hesitations, pauses, and some sentences that represent false starts,

' The patients I interviewed usually did not speak of “Complementary and Alternative Medicine” as a
singular entity, although they knew what was meant by this term. Patients generally spoke of partlcular
CAM therapies, approaches or products rather than speaking of CAM as a whole.




have been deleted. Where sections of speech have been émitted in the interests of brevity,
; I have inserted an eliipsis. The aim of the editing was to achieve coherence and cogency
while preserving the éontent aﬂd ﬂavour.‘of each speaker’s contribution to our
conversation.

The conversations described in this chapter clearly revea1 the predicament that
- cancer patients face. There isa plethofa of information available about cancer and its
tréatment and»much of 1t is contradictory. Unfortunately, conventionval‘ medicine can
provide few guarantees. As one participant in the group interview I conducted said, “T - |
"don’t think it’s being disloyal in choosing to try an alternatig/e treatmént. We’re just
tfying to save our lives. if fhe conve.nti,onal treatments were working, we would_n"t éven

be having this discussion.”

The conversation with Joel: .
“If it’s not going to harm me, I might as well try it.”

Jéel is a 55 year old retired teacher and social activist. He volunteered to be interviewed
after hearing'ébout my. research frbrﬁ his family physician. I interyiewed him twice in His
hqme: a large old house, located ina neighbourhood of sim.ilar hous_e_s, moét of which
have been sﬁbdivided to accommodate a mix of studénts and middle class farﬁilies. Joel

is married Wifh adolescent daughtérs. He has a w'iry build, and longish hair. His short
beard, iike his hair, is salt and pepper gray. .,The interviews took plaée in a small deﬁ,
which had floor to ceiling bookéasés filled to overﬂo;ving with books, magazines, and’
stacks of papér. Several oil péintings filled ub aﬁy otherwise empty wall .‘spa’ce;. Small -
-ori.e'nt-al rugs dotted the Wood floor. The house felt like a house that is used for livin.g, not |

for show.
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Joel was treated for stomach and esophageal cancer two years before our
interviews. He had surgery and chemotherapy soon after his diagnosis. He described
himself as “a poster boy for health;’ since he doés not drink coffee or alcohol, nor does he
smoke or §at meat. He is also a strong believer in the.health—promoting powef of
exercise.

I was given an oncologist at the hospital. And what she basically said was,
“What we’ll do next is let you recuperate for another five or six weeks and
then we’ll start giving you chemo.” And basically that was it. They didn’t
give me any advice. Just go home, rest, and get ready for your chemo. I
‘mean, this was the first of my disillusionment with the traditional oncologists.
I mean, without needing to have anyone else tell me, I just thought, “This is
crazy.” 1 decided I am going to treat this chemo like anything else I've °
learned in life. It’s a major battle and I’ve got to prepare for it, so I’ll go out
and exercise. I decided that I would just do a heavy regime of walking.
Actually, when I was in the hospital, from the day after surgery, even
when I was still on morphine, I started walking. I’d go five minutes at a time.
And I’d do it ten to twelve times a day. And I did it every single day. And I
made them take me off the morphine. Because that’s another thing I didn’t
mention earlier, is I never take drugs. [ don’t even take aspirins, you know. I
basically stay away from all chemicals. I mention this because [ think that’s
all part of an alternative approach, too. I don’t like taking drugs unless you
have to.

Before his'diagnosis, Joel knew very little about cancer. He credited conventional
medicine wi;th saving his life. But he already had a lorig—standing commitment to
exerc;ise and healthy eating and living a happy life, so he believed that his recovery had

' to Ginclude a focus on what he called holistic health.

I believe that, you know, I’'m not going to reject traditional medicine. We’ve
come too far. I think it saved my life. Without that operation, I’d be dead
-now..No doubt about it. But I don’t trust traditional medicine because they
are so narrow. , o

Like the oncologist that I had. At one point I said to her, “You know, I’d
like to discuss some of the alternative things I’m doing. Like, I’'m doing a lot
of exercise.” And her response was, “Well, it’s never been proven that -
exercise has ever helped anybody with cancer.” And I said, “Well, I believe
in healthy eating.” “Well, you can eat healthy if you want, but there is no
proof. There is no direct correlation between healthy eating and cancer being




beaten.” And we went down the line of everything that 1 was doing' So
| actually at that point I just reJected her and I went out and found another
: - . oncologist.

Joel was critical of his first oncologist’s stand on alternative approaches, and also
’ her approach to him as a person.

| She is a scientist and she is using me as a research guinea pig. She is doing
chemo on me. She is keeping nice stats. And then somewhere along the line
she'll say, you know, “Fifteen percent were supposed to have survived, but
30% survived, so chemo works,” or. “Whoops, only 10% survived. I'd better
‘ ‘ change the dosage.” And it's like I'm a guinea pig. And if I do the other
, alternative things, I almost got the impression that would harm her statistics
because it would confuse the data.
So she doesn't care about me as a person. She cares about me as a
_ . . statistic. That's the impression I got. And that doesn't make her a bad person.
| ' She's a nice human being. But she's a scientist and her brain forgets about the
| human person that's in there. And I think that's the Number One thing if I had
. to talk about mixing alternative and complementary and traditional medicine,
is the first thing is, that you treat the patient as a human being and as a person
that matters, not as an object.

J oe{ believed he needed to do everything he could to hlake himself holistically
.he‘althy since the surgeon told him that his chances of survival were 15%. So he decided
to use both cohventional medicine and cbmplementary/alternative medicine. In addition
to his focus oﬁ exercise and héalthy eating, Joel took supplements and Eésiac tea, and got
injections of anti—cancér vaccines from a physiéiari he sa\;v who is conventioﬁally trained
but prescribes complementary and alternative treatments.

He’s a little bit fanatical—his shtick is healthy eating and he’s also got
something that I don’t agree with. He believes that the body is born healthy
and that only the environment can cause it harm. Somehow, that’s the same
as the theory that people are born perfect and only the world corrupts us. It
‘would be nice if it was that way. And our bodies aren’t born healthy
sometimes. Our genes are imperfect and they’ve got problems and they are
just programmed to break down or the environment acts upon it, of course,
and causes all sorts of problems. So, whereas, you get people like the
oncologist who are taking the position that, “Forget the environment. It has
no effect on you. This is just some cancer you’ve got now. We’ve got to give
you radiation and chemo and operate and then pray for the best.” And then
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(the complementary doctor) takes the opposite—that it’s all the environment.
It’s somewhere in between, is my take on the truth.
But basically I really enjoyed going to this doctor because it was nice to
be with someone who encouraged healthy eating, and I learned a bit from him
- about some things that I didn’t know. But I don’t feel that he emphasized
enough things like exercise, you know. He just had this one thing in his
mind—healthy eating. That was his obsession. Which happens to be an
obsession of mine, so we matched. But I am smart enough to know that’s.not
enough. ‘

Joel described a time near the end of his chemotherapy treatment when he felt this
physician’s advice was dangerous.

I was like somebody from Auschwitz. I was just like a skeleton, you know.
And so, I go to see (the complementary physician) either near the end of my
chemo or at the end of it. And he says, “You know what you need to do right
now? We've got to purify your body. I'd like you to go on a three day fast.”
And luckily I had enough brains to say, “Give me a break. If I do that, you'll
kill me. My body has just lost thirty pounds. My body can't take it. I've got to
be fortifying myself right now.” So I just ignored him. But the fact that he
would do that, is just (pause) and I still go to him. I know peoples’ warts and
their strengths and their weaknesses, but it's dangerous, that kind of thing.

Joel obviously had a clear set of beliefs about how to promote health and healing
and was willing to make his own independent judgments. Once he had time to reflect on
the treatments he had receiyed, he became deeply ambivalent about chemotherapy.

It probably has some use. It's better than nothing and you might as well do it,
but it's so primitive: It's so barbaric and it's so stupid. . . . And T still don't
know what the long term effects of. it are. Two years later, I am still
extremely tired. [ sleep ten to eleven hours every night. I had a nap yesterday
for an hour and a half. In between that I can still go for an hour and half run.
You know, I have strength, but.I am just so tired. And I think it’s because of
the heavy—duty chemo I had. And it's not true of everybody. Because I have
other friends who had chemo and they are back to normal now. But I think it
must have killed something in me. Or did something to me. But I am alive, so
what the hell. ' |

During the interview I felt there was a contradiction in what Joel was saying
about his decisions to avoid drugs, alcohol, and meat and his decision to undergo

chemotherapy. So I asked him about this.
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“Why did I take chemo? Okay, well, what it is, the reason is simple. First, I
didn't have the advantage of knowing about cancer. It was like foreign. It was
like going to Mars. I knew nothing about cancer. I knew nothing about
chemo. And so when I got it, it was like out of the blue. I mean, I knew
nothing about.it. I didn't even know what chemo was, hardly. And so, I had
two sources of information. I had my oncologist who is just, “It's God's gift to
the ‘world—chemo.” You know, “Take it and you'll be better.” You know,
bullshit, you know.

And then I had (the complementary physician). So I went to him and
asked him what he thought and his approach was, “Well, you might as well
take it because, we don't know.” He wasn't prepared to say, “Don't take it.”
But, so both sides of the coin were telling me to take it and I didn't know
enough about it. And I still don't know enough about it today. Even today, 1
don't know. Even knowing what I have gone through, if it comes back, I'm
probably prepared to take it again. Even though I know it’s such a barbaric,
stupid, idiotic thing and that it’s probably hurt me more than it's helped me. I
often think back, if I hadn't taken it, I wonder if I'd be better off today. I am
just so tired of sleeping ten, eleven hours a day. Just wasting my life.

As 1 struggled to understand Joel’s perspective, I asked him to clarify something
he had said earlier about mistrusting conventional medicine.

I’m not sure I said there’s a lack of trust of conventional medicine. I think -
what I was saying is there is a lack of trust with traditional practitioners
because they tend to be too focused on a few techniques and how far they’ve
taken us, but I think that they are too narrow. That they are not open to other
things and they are also not open to the greatest hubris of all, which is that
what’s acceptable in medicine today might very well be considered a crock
twenty years from now. That what they might be doing is quite dangerous.’
And that’s just the nature of science. Almost everything in science is soon
discovered to be wrong. | mean, even all the great theories that Einstein came
up with, they are all superceded. That’s just the nature of science. Science is
-made to be overthrown.

_In order to ensure that I understood how Joel had made treatment decisions, I said
that it seemed that he had a balanced perspective on science and its limitations as well as

a willingness to go with his own gut feeling or his own experience. He laughed and said,

Yeah, I'm willing to gamble and try things that aren’t scientific.as long as
they go along with my personality. Like for example, I don’t like meditation
because it doesn’t fit my personality. Meditation stresses me out more than it
relaxes me. That’s why if you give something that’s a “one—size—fits—all” it
doesn’t work. o -




| To confirm my understanding of how Joel made decisions alnout treatment, [
asked if it was true that if something was not l_ikely‘to do any harm, he would try it.
| ~ Precisely. That’s it exactly. That’s my bottom line. If it’s not going to harm
me, then I might as well try it because if there is a 5% chance that it’s going
to help me, that’s 5% better than nothing.
| Reflections
Joel’s description of his exper.ience with cancer treatment shows how he has “jerry—
rigged situated meanings in integrai interaction with context.” (Gee 2000)! His creation of
_ personal meaning draws nn dominant cultural models related to cancer (itisa battle; it is
causé_djby a cofnbination of factqrs including genétics and envirnnmental influences) and
to biomedicine (its treafments are life—saving). .He' also expresses cultural models that are
critical of biomedicine: medical research is explbitive; conventional practitioners treat
diseases not persons; conventional medicine\ is too limited in its scope; and conventional
cancer treatments are harsh and pnimitive. ,
In making sense of his situation Joel also expresses his acceptance of cultural
'models about holistic health that pre—date his diagnosis: exercise and diet contribute to.
good health; and drugs and other toxic substances should be avoidgd. While he accepts
some of tne beliefs assoéiatéd wi_fh alternative or holistic models, he rejects the view that
if environmental toxins are removed, healing will inevitably follow.
In his explanation of his penspective, Joel both affirms the legitimacy of '
conventional medicine and its’ sc-ientiﬁc underpinnings and decries the hubris of

conventional practitioners. Similarly, Joel both affirms the legitimacy of holistic health or

alternative medicine and criticizes some of the beliefs and practices of the particular




complementary practitioner from whom he receives tréatment. While he sees the

: 4oppositions in the Discourse relatéd to Biomedicine and the Discourse related to

' Compleﬁlentary and'Alternative Medicine (ei. g., with respect to thé qu‘estiovn of whether
genetics or environrhental féctofs cause cancer) he seemingly has‘no difﬁéulty
p()'sitioning himself somewhere in the ground between tﬁese Discourses. While Joel holds
deﬁnite opiniohs, he does not seem to find it necessary to align hiﬁself with a position
that is either black or white. Nor does he seem to find it necessary to make his beliefs and ‘
actions completely consistent.

Joel has created meaning fof himself by connecting contradictory Discourses'with
his alpeady—éstabliéhed approach to life. He is a doer, a pragmatist, an i_ndependent
thinker, and even more, he is a fighter and a risk—taker. Thus, Joel’s situated meanings ~

area product of his integration of discoufses and cultural models from both Biomédicine '
and CAM as seén through. the filter of his own experience and his commitment to
practices such as exercise and healthy eating. The experience of cancer does not seem to
have threatenéd Joel’s identity. Rather, he abparently respondéd to car;cer the same Way'
he résponds to other challenges, with Self—discipline, wi;[h a willing.ness to both aéCept
and be sceptical of authority, and a determination to ﬁnd"his own way. I

Joel’s strong commitment to practices such as the avoidanc§: of drugs makes his
decision to agree td chemotherfc}py especially curious. Joel’s explanation of his initial
decision and his indication that he would likély take chemotherapy a. se‘cohd time shed
light on .the way he makes connections between information from externai authorities and
his ovﬁi values, beliefs, and ident_ity. His thoughts also reveal the deep ambiguities that

~cancer patients face. Joel says the explanation for his decision is simple. He was ignorant
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about cancer and about cheinotherapy. He was getting the same‘advice from both his
oncoiogist and his CAM practitioner. Although he dpe_s not mention this,eﬁ(plicitly during
his explénation, he had also been given a poor prognosis. Within the coﬁtext of this threat
to his life, given his lack of knowledge and the congruent advice frorﬁ practitioners on
. “both sides of the cbin;” the decision made sense.
At the time of the interviews, however, Joel was no longer ignorarit about cancer.
- -And he was acutely aWare of the damaging side—effects of chemotherapy. He said that
the chemotherapy killed something in him, that it had probably hurt more than it had
helped and that the resulting fatigue mgde him feel like he was wasting his life. Even so,
he said he would probably take it again if the cancer recu;s. His comment that, “I am
alive, so what the hell” suggests that, for him, life is lived in degrees. His willingness to
- do chemotherapy again suggests that he c;cm imagine hanging on to life in degrees.
— Joei’s willingness to consider taking chemotherapy> again seems to represent a
repudilation of hié cdmfnitment to avoid Lt(_)xic substances and a aenial of the knowledge
gained from his own experience of tﬁe treatment’s side—effects. Buf the context is all—
impo.rtant. The link between his values‘and his identity and the'balance between what he
knows and what he does not know‘ Would shift in the context of recurrence. To say that
the situated meanings he has cfea_ted would be de—stabilized by this serious threat to his
life is an understatement. Being a pragmatist and someone whd seems to be comfortable
with ambiguity, J oel seems to understand that, for him,‘ if the cancer were fo recur, aH_his
ideological bets would be off. Chemotherapy may have little légitifnacy fbr Joel in some

respects (“it’s barbaric, stupid, idiotic”) but in the context of recurrence, it seems that

survival would be a more important consideration. -




Joel’s situation is not unique. The next patient whose situation is described shows

clearly how the decision—making parameters change when the proghosis chahges.

_The' conversation with Brian:
“Pulling out all the stops”

Brian is a 48 year oid with a background in cOunseling who works asa manvager'in‘a
non;proﬁt agency. He has a Master’s degreg. He is married with two small children. He
volunteered to be interviewed after hearing abbut my research from his family physiciain;
I interviewed him twice in his home: a threé—storéy, wood fraille hoiise in an established
East end neighbourh(iod that has become trendy in recent years. Brian looks fit and
healthy. He is clean shayen and neatly dressed in jeans and a sweater. We did the
interviews in his front room. The colourful collection of kids’ toys and baby
paraphernalia that was strewn around seemed incompatible with the subdued elegance of
the room’s antiques and oriental rugs.

.. Briaii was diagnosed with prostate cancer four months before our first interview.
After the diagnosis he was put on a hormone treatment to shrink the tumour. He was
;cheduled to ha\ie surgery the week-after our first interview.

Brian began his story by' teilling me that he cilme from a medical family. Both his
parents were physicians. He is a descendant'of William Osller, a Canadian physician who
" became well-known in the early part of the 20" Century for being both an inspiring
teacher and a highly—skillgd clinician. But this family tradition did not prevent him from
seeking out alternatives.

I have cringed at the idea of going to altérnatives, but I've gone to

alternatives because I also have to differentiate from my family. I’ve never
been thoroughly immersed in the orthodoxy, but the influence has been
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strong. So, the first thing I did when I got the diagnosis was to go into a
similar mode of coping with any challenge which is, learn what I can. Just
kind of, partly in shock, but just bat~out-of-hell read, read, read, read, read.

Brian read books about cancer and searched the Internet. He decided to change
his diet to some extent, and to start 'taking nutritional supplements and vitamins. He also
began doing visualization and meditation. He had already‘ been doing yoga for maﬁy
yeafs. He tried to find a way to éombine the best Qf both conventional and alternative
mediciﬁ_e.

The medical orthodoxy that I grew up with and the experiences that I had
gave me a really positive experience with medicine and I have a lot of faith in
medicine. But I also recognize that there is a lot- of blind spots in that. And
my Dad was.probably the stronger influence in some ways. He’s much more
conservative. He is tied to the scientific method, and that cautiousness of, you
- know, you do things according to procedures and you follow things, you - -
know, that sort of stuff.

So, I have a lot of faith in medical orthodoxy but [ also am a little more
adventurous than that scientific method .would allow. And as I figured out
what is right for me (pause) I know the medical piece is there, as long as you
get the good doctors, and I am certainly not blind to the fact that there is a lot
of-abuse in the system. There’s a lot of incompetence in the system. And, the
bureaucracy gets in the way, and things like that. So I am certainly not blind
to the faults in the system. But I also have a lot of confidence that doctors are
well-intentioned, highly educated, skilled, and do the best that they can. So
I’ve got a lot of faith at that level. I guess “faith” is an okay word to use there. .

_ But I also don’t want to rule out other possibilities. Because paradigms
can blind you to other possibilities. The medical paradigm, the scientific
method, the scientific stuff leaves out a whole lot.
~ And, I think throughout my adult life, I’ve kind of chafed against being
imprisoned by the orthodoxy of that kind of stuff. When I was in my twenties
I left a job that I knew 1 wasn’t going to be happy in, and went down to the
States and worked in a social change community using Gandhian principles
of non—violence for effecting social change. And lived there for several years,
doing campaigns around neighbourhood organizing and housing issues, and
anti—nuclear power issues, and anti—war stuff. And things like that. So there
is a way in which that kind of lookmg for alternatlves and being open to

: alternatives has always been part of my life.
’ ( .
~ Brian began receiving acupuncture and other treatments-from a well-known local

naturopath. He described some of the tests and treatments this naturopath uses as




“stretching his credulity. He said, “They are a little beyond the pale, but this ﬁaturopath

4

has such a good reputation that Ive been kind of swallowing it whole.”
When I asked Brian to clarify how he made decisions about what is credible and
what is not, he talked about the need to balance his own expefiences with what

conventional medicine might say, especially given the limitations of the biomedical

model. He also spoke about the importance of his prognosis.

A lot of factors come into it. I think it comes down to a felt sense. An
intuitive felt sense of what feels right to me. And that has to have components
of both the orthodoxy and my experience. I think the limits of the medical
orthodoxy are that it does not allow for.the spiritual, it does not allow for
emotional factors, it doesn’t allow for that kind of inner wisdom. It has to be
logic. ' : _

It’s a very, very patriarchal kind of model. And a lot of my experience
has been challenging me on patriarchal assumptions and opening up to more
intuitive parts of myself. .

Probably if I was (pause) I mean, clearly my diagnosis was (pause) they.
were talking of, “This is prostate cancer, and it’s treatable and probably
curable.” We are talking surgical cure. They are not talking management. 1
think if I was on my deathbed, I might have been more open to saying,
“Okay, I’'m going to pull out all the stops and do anything.”

kTwo months later, when Brian and I met for our second interview, we began by
talking about his surgery fesults. The speéimen that was removed had positive margins,
so the assumption was that the cancer had spread beyond the prostate. Brian was told that
the odds of the cancer recurring if he did not get radiation treatment, were aBout 50to
6_0% but the chance. of recurrence would be much lower if he had radiation. Brian’s

doctors recommended radiation, but he and his wife were not sure whether to agree to it

because of the side—effects that might occur. These potential side—effects include erectile

dysfunction and damage to the bladder or bowel. Brian reported hearing about new

treatments that might be preferable.
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There was an article in the National Post this past Saturday on cancer
treatment and one of the things that they found is that if they do low doses,
low regular doses on a long term basis of some of the same drugs used in
chemotherapy—so, drugs that are already approved and would not have to go
through an approval process—that they can successfully fight some cancers
without attacking the actual cancer itself. What they do is they attack the
formation of blood vessels that supply the cancer.-

And this is a new discovery and it’s making a big, big splash in the
newspapers and therefore doctors are being inundated with calls about it. So,
I don’t know if that has any implications for' me. And then previously, in the
last month or so, there have been a number of other articles. One about
somebody’s research here in B.C., about some proteins that if you block the
protein then the cancer doesn’t multiply and they figure that that approach
will be available in about two years for some preliminary trials and that’s
holding a lot of promise. This thing about the National Post, they’re talking
about possibly having it ready for some worst—case cancer cases by possibly
December - or January. So, really soon because the drugs are already
approved. But they don’t know that it works on people yet. They know ‘it
works on mice for that one.

So there is other thmgs from conventxonal medicine that are coming up,
that are showing promise, that make me wonder whether to do radiation or
not because the potential damage that radiation can do is something I’d like
to avoid if I can.

In addition to looking for conventional treatments that might replace radiation,
Brian was continuing to use alternative medicine.

I was chuckling to myself when I was anticipating our interview, because
when I saw the naturopath last time, he’s in 'a mode of preparing me for:
radiation. And from his perspective radiation has a significantly drying effect
on the body, and so he wants to do things to both cool me down and keep me
moist, whatever that means. So he’s got a number of things that he is doing
with me, acupuncture being one of them and prescribing meds and kind of"
evaluating the various things that I am taking. I am on quite a regimen of
general immune system boosting stuff as well as a lot of other things that he’s
‘given me. But he gave me three new prescriptions. And he’s got a dispensary
where you can buy them, and these three I don’t think I could get anywhere
else. Well, the cost of the three prescriptions was four hundred and fifty
bucks. And so; the reason I was chuckling was I started thinking, “Okay, now
how do you decide when you are going to put your faith in complementary
medicine or not?”




Brian started'taking the medications he was prescribed but he was sceptical,
especially about the homeopathic remedy, which is a substance that has been diluted
mény times.

It’s like this little sachet of sugar. And I think, “What the hell am I doing?”
"And so, I don’t have a lot of faith in it. And one of the things I sometimes
think about with alternative treatments is, how much is the placebo effect? Or
how much is that, “Well, if I spend the money, then I’ll believe in it.” Well, I
don’t really believe in it. And so I don’t know if I’m just throwing away the
money. '

Brian had also searched the Internet again‘and had changed his diet based on
information he found there. He reported eating more soya products and tomato products..
He had also been reflecting on his psychological coping style and had decided he needed

‘to be more assertive. This had prompted him to make some changes in the way he dealt
with family issues. He also began using more aggressive imagery in his anti—cancer
visualizations.

Brian talked about how the pathology rep'o‘rt had prompted him to realize that he
had to make some choices about many different aspects of his life. He agreed that the
changed prognosis was prompting'him to lean more towards “pulling out all the stops.”
That’s one of the things that this has done. It strips away the, you know, those

‘assumptions we don’t question about. . . . And the false impression that,
“Yeah. We are mortal but that doesn’t really apply to me. I.don’t have to
think about it today.” Well, guess what? You’ve got to think about it. You

know? Because I’'m young for a prostate cancer. It’s got a lot of time to
grow.

14

Even though Brian was spending significant amounts of money on alternative
treatments at a time when his income was limited by being on medical leave, he
- expressed ambivalence about whether alternative treatments should be covered by public

or private health insurance.
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I don’t know. I mean, in terms of public policy and funding, I don’t see that
it’s realistic to fund the kinds of choices that I’ve been making. I am certainly
taking my receipts and sending them to my extended healthcare plan. Some
of them have been bounced back saying, “Sorry we don’t cover this.” And
that’s what I expect to happen with the $450 prescriptions that I got. I mean
there is so many experimental and unproven and hare-brained ideas of

- treatment out there. That.I wouldn’t want to see covered. As a taxpayer, |
wouldn’t want to see them covered. And if people want to try that, that’s their
choice. '

I mean, this is where a lot of the thinking around, “Do I believe in the
medical model or not?” comes down to where the rubber hits the road. Am I
willing to pay for it with my tax dollars? And do I want it covered for my
expenses?

And then it also brings into ques‘uon the monopoly that the established
medical and scientific regime has. How did the doctors get in such a
privileged position? We hardly question that, you-know. I don’t know. I
guess my faith in the medical system is stronger than my faith in the
complementary. And I wonder how much my participation in complementary
medicine . . . when my faith in it is because of what complementary medicine
can do or because of the placebo effect. And I guess you can say the same
thing of conventional.

Reflections

Brian’s experience shows how the prognosis influences the judgments patients make
about the legitimacy of different treatments. At the ﬁrst interview, Brian believed that his
cancer would prove to be treatable through surgery alone. He was using CAM
approaches to support his mental and physical health generally but wés assuming thét
conventional fnedicine would be able to cure his cancer. At the time of the second
interview Brian was in a very different situation. His changed prqgnoéis unsettled the
balance hé had initially created. He now had to find a different balance that took into

account the probability of recurrence and the possibility of side-effects that would affect

his quality of life. He was trying to make decisions rationally but could not ignore the

anxiety that his changed prognosis had awakene’d.




Duriﬁg thé first i.nte‘rview_, Brian linksd his exploration of ‘CAM to his identity: he

needed to establish himself és independent from the family medical tradition and he had a
1 history o‘f questioning established cultural paradigms. He seemed comfortable making

situated meanings on the basis of a var.iety of factors: his 1;aith in biomedicine tempered

by his awareness of its limitations; his prsvious use of alternative approaches such as

yoga; his naturépafh’s reput’ation; his own experienée and intuitive wisdom; information -
" from books about cancer; and iﬁformation from the Internet. Like Joel, Brian r\espbnded

to the challenge of cancer the same way he had responded to previdus challenges. In

Brian’s case this meant reading as much as he could aqd integrating this informaﬁon into

a perspective that haa strong 'roots in orthodox medicine but allowed for alternative truths

when they were reinforced by pefsonal experience.

During the second intérview, Brian’s struggle td find coherence and comfort in
the féce of his changed prognosis was palpable. The changed context had caused him to
examiné the available options more carefull;/, but it seemed that the criterié for making
Judgments had themselvés becoms de—stabilized.. '

Brian believed the cultural models that assert a liﬁk between cancer and emotional
states, s0 he was usiﬁg intefpersonal strategies and visualization techniques. that reflected
a new commitment fo bec.'()ming a more assertive person. He also believed in the
connection between diet and cancer, so was increasing his intake of foods that
supposedly had cancer—fighting properties. The legitimacy of strategies based in these
cultural models was not in question because the models fit within Brian’s pre—existing

worldview and he had little to lose by pursuing them. However, the legitimacy of his

other options was more difficult to determine.
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Brian was looking to medical science for a new breakthrough that might save his
life. His faith in conventional medicine was bolstered by media reports of promising new

treatments. But he was also acutely aware of the limitations of medical science since the

currently available conventional treatment could not increase his chances for survival -

- without risking life-diminishing side—effects. Further, he was beginning to question the

privileged societal position of science and biomedicine.

At the same time, Brian was using alternative treatments that had been prescribed

by his naturopath, even though he was sceptical of the theory underlying them and their

efficacy. He expressed différe_nt degrees of faith in these alternative treatments at
different times during the interview, indicating that he continued to be uncertain about
their legitim'acy. Further, he wondered how much of their apparent efﬁcagy was
attributabie simply to the placebo effeét. |

For Brién, the cost of treatment was conﬁééted to the question of l'egitimacy;i As
an individual patient, he had enough faith in‘h‘is naturopath to pay for treatments that, as a
taxpayér, he did not consider leg‘itimate enough to be covered by insurance. For Brian,
the economic (;onsidefations were where “the rubber hits the road.” Bélief iﬁ a treatment
approach is one thing, paying for one;s own choices is an}other, and supporting the
inclusion of a treaitmenf in public health insurance is different again.

In Brian’s attempts to create coherence, he relies on the biomedical discourse that

is so familiar, as well as some alternative discourses that fit within his identity as an

independent thinker, including discourses that are critical of biomedicine. But none of

these are sufficient to address the prognosis that has brought his mortality to the




foreground, unsettled his identity and shaken earlier situated meanings.” The turmoil and

vulnerability he expressed stand-in stark contrast to the confidence of the next patient.

The conversation with Angela:
“Erasing, rearranging, and creating personal meamng”

Angela is a 54 year old retired teacher. She is separated from her husband. She. has two
-grown children. She volunfeered to be interviewed .after seeiﬁg a poster about my
research at H;).pe House. I intervieweci hér twice in ilér home: a basement suite in East
Vancouver. Angela is short, with a matronly build and short, blonde hair. When we met
she was dressed comfortably in grey sweat pants and a bulky, red, knitteci swe.ater.' H.erl
apartment was small, with low ceilings. But it seemed cozy and filled with light. Both
| times we talké_d, we drank herbal tea, ensconced in overstuffed arm chairs.
Angela was diagnbsed with breast cancer when she was 46. At that time she had a
partial rﬁaste;tomy, plus radiation)and chemdtherapy. She also began seéing a traditional -
< Ch.inese~ medicine practitioner. Six years later, she had a recurrence in her ovaries, so she
had a hysterectomy. A month later, she had another recurrence and had further abdorﬁinal
surgery. She was told that she did not have much time to live. Chemotherapy was
suggesfed but she chose not to do énything radical, althdugh she agreed to take
Tamoxifen. ‘She continued seeing a traditional Chinese meciiciné practitioner. She has
been. taking Chinese herbs every day since then. She does niany other things that can be
“categorized as complemeﬁtafy or alternative medicine. She meditates; she attends a group

that does movement exercises designed to increase awareness and release emotions; she.

? When Brian reviewed this profile, he told me that he had undergone radiation, but that his PSA count was
still high. He had stopped seeing the naturopath because he did not perceive any benefit from his
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is part of an ongoing support group for cancer patients; apd she h;ts attendéd residential
retreats for cancer patierits. As she put it, “I am forever constructing and creating.some
| thing vor another to maintain my health and to celebrate it.” She has CAT scans on a
regular basis and these scans show no signs of cancer. Her latest checkfup was.a month
béfore éur ﬁfst_interview. )
Angela deséribed her conventional treatment as “ruggeds’ and “very, very, harsh.”
Not only weére.the treétmerits harsh, but 50 was the way she was given the diagnosis.

I was just given (the diagnosis) in the hospital and that was a devastating
thing and I didn’t know much about cancer at that time, other than what is the
" common—I call it a myth. Cancer seems to equate to death. So all of those
cultural . . . all that stuff came forward. And when I went to see the surgeon,
fortunately my daughter was with me, and the surgeon said, “Well, yeah. It’s
cancer and if you don’t do something you’ll probably be dead in about six
months.” ' '
And he rattled on saying some more stuff and my daughter said, “You
need to stop for a minute. Excuse me. You know, back about five minutes
ago when you told my mom she would have six months to live. I don’t think
she’s heard anything that you’ve said since that point. I really don’t. I think
she feels so scared. I don’t think she has heard you. So maybe you could just
back up and go over that for her again and fill in a little bit.”
So he did. Because she was right. I just like, (pause) the emotion took
over. And the intellect couldn’t follow the language that was being presented
to me. '

Angela’s decision to use traditional Chinese medicine came out of a long—
standing interest in the Chinese system of philosophy aﬁd living. Prior to her diagnosis,
she had been eating macrobiotically, meditating, and living a simple lifestyle in the
country. Since the counter—culture wave of the sixties she had been a student of Eastern
spirituality, reading authors such as Krishnamprti, the Dalai Lama, and Thich Nhat Hanh,
a Vietnamese Zen monk. Facing her own mortality gave her increased incentive to put

their teachings about kindness and compassion into practice.

treatments.
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One of the g1fts that I’ve received from being told that I’m going to die soon
is that I have had a lot of really deep changes inh the way I think and how 1
relate to the world. Really deep. But, the way of going for alternative or
complementary systems of medicine or anything, is not new to me. . . .

The first round of, “You might die,” put me into a mode of being
committed to sticking to some of the things that I knew and continuing with
some of the practices that I was involved in. The second was the ovaries, and
then it was like, “Oh, it’s here again.” And, the last one was just like, “Well,
this is for real.” It really, really could happen. And it made me ‘(pause). No, it
allowed me—it didn’t make me at all—it allowed me an opportunity, which I

took, to" admit that I really wanted to live. That I really did. And so I got

really, really, really clear that I wanted to stay alive.

And then I decided that I would play it as if I was going to. And I would
honour the process that I was in, even though it was very, very frightening. I
would honour and hear the diagnosis and all the information that was given to
- me. And I’d hear the prognosis, but I wouldn’t buy. into it. I was willing to
say, “I will take the attitude that cancer can be cured.” And I know that isn’t
the common paradigm, or notion around cancer at the - moment, but what have
I got to lose? Why not embrace it? So I did. And I do. And I consider myself
cured. And I don’t have cancer any more. And I went about investing my

life’s activity and energy in practicing and celebrating life. So I continue to

keep my choices in that realm of affirming life, and knowing that if I died, I
died.

I have chosen to have the spiritual component always there I don’t see
that we are only our bodies and I know that I am not my disease. I am not my
job. I am not my (pause) or at least I am not only my disease and I am not
only my job and I am not only my role as a mother and wife. Like, this is
happening but isn’t who I am. It isn’t who any of us are. And I am more
interested in seeing beyond that and actually acknowledging myself and all
other people for, _you know, being what I call the divine bemgs or you know
cherished entities. :

So, the fix—it thing is a component. It has to be. I mean 1f it wasn’t for

surgery and chemo I would be dead, possibly. There’s good service but it’s -

only one component. And it’s not the only thing. And I also think that I
participate in the disease to some extent in creating and living it and through
it. I don’t have a direct cause and effect like, if you think bad things and you
~don’t eat well, this is cause and effect. I don’t think that is useful to say, “You
“do this and this is what will happen.” But it’s along the idea that there is more
going on than we can possibly have an idea of, and I don’t know whether I
genetically was predisposed to cancer. I don’t even know if it’s a disease. It’s
something that happens. And I know we believe that cancer is a disease and
it’s this and it’s that, and those are things that we believe but we also used to
believe that the earth was (pause) you know? (laughs) And people were
“burned for thinking differently.
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When I asked Angela to clarify what she meant by saying t'hat,she wasn’t sure if
cancer was a disease, she expressed a perspective that reflected her years of experience
with Eastern spiritual thought and practice.

If I say cancer is a disease I’'m taking it out of myself. I am separating it. And
I am putting it in the realm of the duality of—it’s bad and it’s separate and
it’s something that has befallen me. And that there is a reality which says that

~ cancer is inevitable. That it is bad. And diseases are those things. They’re
something that’s contagious. They’re viral. They’re bacterial. That one is’
searching for the cure. That it can be eradicated. It is something out there.
The enemy is out there to attack. And, I, of course, lived with that. That’s
how we are. ' ‘

And recently, I’ve been considering and practicing and I’'m finding it
very useful, not to pursue it in that vein at all. And to allow for the possibility
that we don’t know ‘what any of this is. We don’t even really know what a
viral infection is. We don’t know what disease is. We are just frightened. We
put it out there. We try to eradicate it. And so, it has to do with, this is an
-occurrence. This is an experience. This is a part of being human. This -
situation occurred and I was in the hospital. These people did what they do

-and they’re trained to do. And they did their thing and I did my thing. And
my family did its thing. And we all did visiting and we all did our
participating. Sort of like, you know (pause) living. What’s the difference
between doing that and going and having a meal?

And another component to that, or another way of making a mental

module or construct for myself, is looking at it that I’'m living the mystery of
life. I am not solving it. I am living it. . . . One time I was sitting there and [
thought, you know; I’d like to be able to see everything as sacred. And then I
went, “Well, then do it! Go for it.” (laughs heartily)

And as I started to go for it, then how can I say, “Cancer is a disease. It’s
a bad thing.” If everything is sacred, then that means I.am not allowed to
choose. I can’t go down that road of thought.

Angela extended these ideas to the debate around whether CAM is as legitimate |
as medicine that is based in science. She contended that the solution was not to be_lieve in

- your beliefs.

Science is a belief so that’s where (proponents of conventional medicine) are
getting tricked. What they don’t understand is that they believe that science is
something. But it’s a belief. And when I’'m taking the Tamoxifen I'm taking
it and I’m allowing myself to participate in the belief that Tamoxifen, you .
know, sits in the chair where estrogen would like to sit, and doesn’t let it sit
down. I'm choosing to accept that. That’s a belief. It’s not anything better




than when I go to an acupuncturlst who is saying, “Okay It’s your k1dney
meridian that’s weak.” It’s a belief. It’s all belief. .

But anybody who has gone anywhere along the lines of Einstein, who
| has traveled a little bit with him, knows that there is no such thing as “fact.”
| - And the scientists are just hoodwinking themselves for pure self-

aggrandizing and so (pause). It feels good to be important. Why not? (laughs)

Angela was comfortable éombining approaches from both Western and Eastern
medical systems and respected';vllat each \;vas able to contribute to her'heal.ing. But she
expressed séme criticisms’ 6f Western medicine. The Wes‘;ern doctors she saw expressed ‘.
no interest in her use of CAM, even though she had outlived her prognosis; In addition,
hef Western doctors fxad ng) commgnication with her CAM pfactitioners. The TCM
doctér she saw, in contrast, supported her use of Western medicine.

The Chinese doctor I go to was very, very much in synch with western
medicine and read all my path reports, wanted me to do all the tests and kept
saying, “No, no. We have to work together. We have to work together. They
are complementary. Both work. Need them both,” he would say. “The
Chinese medicine will take care of some of your symptoms from the drugs

. and helps speed the cleansing process. We’ll support your emotions. We’ll
support different things and get you towards a whole well being, including
your spirit, your emotions, your body. And we’ll do that, but the diagnostic
component and some of the interventions like the surgery, some of the
medicines, definitely all the diagnostics are really essential. They work
together and they need to be going together.” So it was easier for me to be
with him because he didn’t separate out. He used everythlng and respected
everythlng equally.

Angela also noted another important difference between her conventional

practitioners and the TCM practitioners she saw.
The difficulty I have—which is a sadness—and something that concerns me a -
great deal with the Western medical model and the way that it’s practiced, is
the form of communication that it takes. And I have talked quite a bit about
this with other cancer patients and it’s fairly consistent. And the problem is
with the process of being positive and supportive. For example, with myself,
at no time has any doctor—Western medicine doctor—said to me, “There’s
hope.” What I’ve been given is statistics, that this is what could happen, you
might have this much to live. So it’s all fear—invoking and it’s dismal. And
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you feel very engulfed in a hopeless situation. And you feel that you are
dependent on this medical model. ,

~When you are that vulnerable, you are that sick, you are that in need,

what you hear is, “If you don’t do chemotherapy you are doing to die.” That’s

. what you hear. It isn’t the exact words and so, you know, you can’t go to the
oncologist and say, “Why did you tell this woman that she was going to die.”
‘And the oncologist would say, “I didn’t. I was just giving the statistics.” It’s a
cop—out.

[ think that both things can be given. The hope and the reality. Or the
diagnosis and possible prognosis. But bring in hopeful scenarios. I mean, I
am a case at hand. Honestly, the oncologist who met me last December -

- thought I wasn’t going to make it. I am sure that oncologist isn’t saying to
somebody who comes in, like I did a year ago, “Well, I know a woman, came
in with the same MO as you’ve got, she’s still trucking along.” Whereas,
when I was talking with the Chinese doctors that I’ve gone to, the thing that
they start out with is, “This is really serious and the first most important thing -
" is hope. Believe. Have faith. Be hopeful. That’s the ﬁrst most 1mportant ‘
thing. Is have that hope

Well, when somebody says that to you, do you ever listen differently! Do
you ever feel different! And that is what has sustained me from the medical
people I’ve been with is that point of view of “We’re going.to work really,
really hard. Have hope. Hang in there. It might not be very pleasant or

- comfortable but there is hope. There has been success.” Neither of the
doctors—the Chinese doctors—gave me misinformation or diminished the
seriousness of the situation. They addressed it with the same clarity and .
intensity, but they added the component “I like you. I'm going to work hard -
and there is hope

Angela referred to this failure to understand how vulnerable and suggestible
patients are as “the Achilles heel of allopathic medicine.” She believed that this
separation of doctor and patient was a strategy that medical professionals used to protect
themselves.

I think the doctors have learned how to protect themselves and they don’t
realize what they are missing. And they don’t understand that they don’t need
to protect themselves. I’ve often wanted to say, “Well, look. It’s not going to
hurt you any less, when I die, if you hold it all in now, or whether you have a
relationship with me—that we communicate. It’s still going to hurt the same.
The hurt is going to be the same. : :

Angela also talked about how statistics are used when the diagnosis is given and

how these exacerbate the fear and vulnerability that patients feel.
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The statistics were not interpreted for me. I didn’t ask for interpretation
because I think, in part, I’ve been in education and it’s like when.you are
giving grades. There’s all sorts of statistics. So I’ve had some experience with.
statistics so I didn’t bother asking. If you had no understanding of statistics,
and that’s what I’'m listening to with friends and other (cancer patients). Is
that they don’t understand what .the statistics are, and it’s terrifying them.
They think it’s real. Like they don’t understand that it’s just a statistic. They
don’t understand that there’s the whole process and they think it means, in
reality, this is what’s going to happen. Different than, “These are figures that
“we use to (pause),” you know.

That’s where I’m hearing that it’s terrifying for them. It was hard enough
for me to hear that, and I know. what the process of developing statistics is.
And T still found it very disturbing and I had to go home and do my own
erasing and rearranging and creating my own meaning for this information.
But I know how to do that. And I choose to do that. I was able to get through
it. I don’t think that’s common. I think it’s very hard for people if they don’t
know what statistics are.

Angela argued that, in order for the kinds of problems she had experienced to be
avoided, patient—practitioner relationships had to be based on a different model than was
typical in Western .medicine.

That’s where there has to be some kind of realization, and I see it growing
amongst my friends, of the patient’s input. And this process of hierarchical
thinking and hierarchical behaviour . . . When I go to see any doctor, I do not
go thinking that they are superior to me or have any more information than [

+ do. I see them as a human being equal to myself who has information that I
may need and I don’t have. And I have information that they may need and
don’t have. And we are two people sharing. And I won’t buy into,
“Somebody knows and somebody doesn’t.” ‘And I think that’s what we have
to focus on. Is that there isn’t somebody who knows and somebody who
doesn’t. There isn’t somebody who has the answer and somebody who needs
that answer.

And patients have to start seeing themselves as going to this person to
share and to share something from themselves so that they are equal. Like
their honesty of experience. and their questions. It’s definitely a two—way
thing. And holding that notion, I think, is the trick.

Reflections

When Angela was diagnosed with cancer, she was already aligﬁed more with Eastern

ontology and epistemology than conventional Western ideas. She had been living a




counter—cultural lifestyle for décades. Cancer did not threaten her identity or her ideas.
Instead it strengthened her résolve to .practice and embody her spiritual beliefs (i;lcludin'g
the resolve to avoid being attached to beliefs). She continued to engage in individual anc:i
group puréuits that' she saw as contributing to her growth and healing.

The legitimacy of diffefent approaches to healing d1d not seem to be a crucial
issue fér Angela. She considered every approach legitimate. E;/ery approach had its place
and deserved to be reslp.ected. And even though every approach was fundamentally
~ limited by its being a construction, a belief system, this did ndt make the systerﬁ
illegitimaté. It simply made the system more ephémeral than most people realized. For
Angela, this‘Was all part of living the mystery of lifé. She was comfortable taking part in
the con,ventionai Biomedical d‘i.sco‘urse' when that was".appropriate and necesﬁary and
equally comfortable with the TCM discourse and other CAM discourses,iwh.ich she saW
as complementing Western medicine. The coherence she made of her situation was |
_rooted in her commitment to value not—kr.lov{.ling instead of striving' for a linear; logical
éertainty.

In making sense of her situation, Angela rejected many Western cultural models.
She chose not to make cancer part of her identity. She chose not to Buy into the cultural
“myth” that cancer is incurable. She even questioned fhe dominant cultural models about
the néture‘of disease and the actuality of sciénge. Instead, she drew on Easfern models
about non—duality and non-attachment. Her alignment With thése alternative models
made it easy for her to integrate divergeﬁt beliefs and practices and to refrarﬁe

information and beliefs that she felt did not serve her (e.g., the statistics related to her

prognosis).




Angela’s emphasis on the way that Western and Eastern practitioners in her -
experience either withdrew or provided hope is interesting in light of her stance on
beliefs. It may seem contradictory io-assert on the one.l‘iand that beliefs sheuld be
transcended, and on the other hand, to criticize conventional doctors for failing to
incul_cate a belief in the possibility of healing. But Angela’s stance may well be a
reflection of her awareness of the power of language and the way entire Discourses are
invoked through the use of certain words and behaviours. This awareness likely comes

‘from previous experiences of examining beliefs and their origins in social conditioning
and attempts to disengage from deeply—held beliefs (e.g., her earlier rejection of the'
dominant Western woridview and her adoption of an alternative 4Eastern worldview).

Angeladescribed how conventional physicians use statistical rationales for their
tieatment recommendations and are céieful to maintain a distance from their patients.
This stan‘ce of scientiﬁc objectivity and of statistical certainty is an integral part of the
Discourse of Biomedicine. Angela was able to resist this discourse, to erase and

| rearrange_ the information fo create her own meaning. But even she found her interactions
with conventional doctors disturbing. And she believes that most patients invest the
information they eire given with more predictive pewer and more verdcity than they
should. Angela suggests that this invocation of the weight of Biomedicine is especially
haimful when it is connected with a diagnosis of cancer because it comes at a time when

patients feel dependent, vulnerable, and afraid. And she suggested that this Discourse is

being used as a shield against practitioners’ own vulnerability and fear.?

3 Several months after our second interview, Angela was diagnosed with a new primary cancer. She
underwent further conventional treatments, including chemotherapy. She continued using altematlve .
treatments. She died two years later.
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The next patient’s situation provides an example of how some people are enactin’g :
new roles with respect to health care decisions that run counter to the expectations of the

 Biomedical Discourse.

The conversation with Marcia:
“This is my body and I decide.” -

.Marcia is 50 years old, single, and a lesbiaﬁ. She is self-employed. She is tall, slender, -
with very short, graying hair. We met for one interview in her basement apartment. The
combinatioﬁ living rodm, dining room, and kitchen was small and sparé. A folded—up
massage table leaned against one wall. The space had a Zen-like quality of serenity.
Marcia was diagnosed with breast cancer a year before our interview. When she first |
received tﬁe diagnosis, she did not want to have any conventional trea'ltment. As she put
- it, “I just didn’t, cquldn’t see the value in any of those things.” She immediately got in
touch with an alternative practitioner whése approach to‘ cancer she had read about in a
local Ne§v Age mégazine. On the basis of the stories of patients who had been helped ’and
the practitioner’s confidence, Marcia decided to begin the treatment. She paid $25,000
for an i‘mmﬁne system—boosting regime that consisted of very high dosages of vitamins
(including intravenous Vitamin C), minerals, and other supplements, including protein
supplements, and digestive erizymes. She was giving herself an injection and taking 250

pills every day. When I asked her if there was any scientific research regarding the

approach she was using, she responded angrily..

What’s that going to tell me? Tells me shit-all! It doesn’t tell me anything.
What’s that going to tell me? That people of undescribed situations,
undescribed ages, undescribed races, if they took a placebo, this happened
and-if they took something else, that happened. Placebo alone is worth 30%.
Chemotherapy, I was told, had a 12% chance of helping me. Placebo would
be better than chemotherapy. ‘ ‘




Well, it’s the same when I go to a doctor, what can they tell me that is
going on in my body? Nothing. What are they testing? What are they
noticing? What are they picking up in the bodies? Like I don’t get it. Every
scientific advance has been made by intuition. And they want to discount
intuition. It’s like, excuse me, I don’t get it. |

Marcia rejected her oncologist’s recommendations about chemotherapy énd

~ radiation but eventually agreed to have a lumpectomy to remové the tumour. She
described being “éhocked” by the conventional treatment she received at the time of the
~ surgery. She felt she.was not given enough information about the surgery or about thé
post—surgical care she needed.

After six months on the intensive alternative treatment regime, Marcia went on to

a lower—dose maintenance program. Within é few months, she was diagnosed with’
cancerlagain, thié tjlne in én gxillary lymph node. She then returned to the intensive
alfernati\ze .regimé.
Marcia expfessed é strong and long-standing disenchantment with conventional
“medicine because of its inability to provide her with knowledge about what was
~ happening within her particular body. |

I never had anything to do with it in all my adult life. I’ve done all my

healing through bodywork and psychic, intuitive stuff. In most cases,
conventional medicine is not sensitive enough. It just can’t tell me what’s

going on in my-body. All it can do, all they can do is say, you know, “Based

on what I’ve seen or what I know, I’'m going to give you this.” “But do you

know what’s going on in my body?” “No.” And they still don’t know what’s

going on in my body. All they can say is that I have a lymph node that is '
cancerous. They can’t tell me how my metabolism is doing. They can’t tell -
me what organs in my body are stressed. They can’t tell me where the cancer

is in my body. Like, where is this scientific advance? You know, they can’t

tell me anything. All they can say is, “It’s here. We’ll cut it out.” What is

that? I mean, I want to know what’s going on in my body. ‘

P ' :
Marcia also objected to the conventional doctor—patient relationship.




Sometimes it seems like, you know, if I go to them, then it’s like they get to
decide. And it’s like, no, no. no. 7 go to you and I get to decide.
| : And a lot of doctors don’t seem to understand that. Even my surgeon.
They don’t seem to understand that this is my body and I decide. So there is a
lack of trust and a lack of credibility in dealing with people who don’t know
. that this is my body and I decide. So it’s partly fear and avoidance. So that’s
* definitely an element of it. It’s like this is not safe for me. I’'m not being taken
care of. I didn’t feel taken care of with -the surgery. You know, don’t feel
taken care of. My needs are not being met. You know, it’s not supportive. It’s
not kind. I am not being properly informed and my choices are not being
recognized.

She contrasted conventlonal medicine’s 1nab111ty to reveal what was happemng in
her ‘particular body with the ability of CAM approaches.

And then on the other side of things, I think part of it would be over the years

_ tuning in to different things that have felt wrong in my body and trying to
find out, so what is it? And finding the best source of information is people
who have some access to intuitive senses. So whether they use kinesiology,.
or the muscle testing, or you know, like iridology, or something (pause):
Somebody who can read my body and say, “This seems to be going on in
your body right now. And this is what I recommend from my practice that

., would get it organized.” And there are many, many different disciplines that
can do that. And, you know, they are all different and they all have a different \
thinking and different kinds of thmgs that they do. But it seems like there’s
many different ways to do that.

In her description of her perspéctive about the nature va health and healing,
Marcia said tﬁat she believed the mind pléyed a central role in the process:of achieving
harmony>or balance. She also falked aBout what she believed to be the cause of her
cahcer .and the role that emotions played.

- 1 see cancer as being caused by environmental stresses. That’s my personal
opinion. And that’s why there is so much of it. And it’s an opportunity to do
(pause) for me (pause) it’s been an opportunity to do emotional work,
primarily physical and emotional work. Like it seems like spiritually, I'm
okay. But I’ve done a lot of physical and emotional work. Because what
cancer brings up is death, and one of the things to deal with is will-to—live. .
So all the places where my will to live is weak have come up and have had to
be addressed. So it brings up (pause). Last year [ was pretty well traumatized
the whole year 'til about December. So when I first had cancer, it was like a
physical (pause), you know, recovering from the surgery and surviving the
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day, and can I do houséwork, and what help do I need. And when that started
to calm down, willing—to—die came up. And I spent the rest of the year
willing—to—die. . )
I didn’t know I was willing to die. I had no idea I was willing to dle \
It’s probably different for everybody. But when I was trying to figure out
(pause) okay, is there a meaning or something associated with my lump,
when I still had a lump, the issue that came up for me over and over again
was loneliness. And I am very independent and self—sufficient. And as coping
mechanisms for loneliness they’ve been very successful. I am not aware of
belng lonely. People asked me if I was lonely and it was like, “Nah, I’'m
fine.” -
But when it came right down to it, you know, from my chlldhood and
whatever, there is a certain sense of isolation." And it’s very well protected
‘and organized and you know. It takes a lot to unravel it. And to allow the
distress to come to the-surface.

When she spoke of the factors she believed contributed to her illness, Marcia
mentioned that in the years before her diagnosis both her parents and two other family
" members had died, so she was experiencing a lot of grief. She related this to the Taoist
idea that exténded depression causes weakness in the organs. She summarized the
emotional cause of her cancer as being a long—standing issue with loneliness or isolation
that was exacerbated by the grief arising from her mother’s death. She also mentioned
that both her parents and her aunt died of cancer, but she seemed not to consider genetics
that important. She believed that the emotional factors made her vulnerable to
environmental factors that weakened her immune system.
I would say the actual cause of my cancer would be vaccines when I was
young. Having been on the birth control pill in the sixties and seventies when
it wasn’t a very good pill and I was under twenty. Lack of good quality air
from having lived in various cities in my life. I would say those would be
what entered my body and weakened my immune system. Now, why do 7 get
cancer instead of somebody else getting cancer would be the (emotlonal)
factors.

Marcia said that the conventional doctors she had seen were upset that she was

not using conventional treatments. She was indignant that they did not give any credence
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to what she was doing to promote her healing. She also believed that people like her who

reject conventional medicine are in turn rejected.
Well, if you don’t do what you are told, you are disappeared”from the
awareness. Like all the studies are done on good patients. So anyone who is
not a good patient or who isn’t following the rules, they go into nowhere—-

land, right? Now you do not exist as a cancer patient. I don’ t exist as a cancer
patient. I am a non—ex1stent cancer person.

Reflections -
Marcia is an example ojf the small ~minorit‘y of cancer patients who reject conventional
medicine and use qnpvr'ov'en treatments, even when conv'entio'nal medicine offérs sorﬁe_
chance for_heéling. Marcia’s rejection of conventional fnediciné pre—dates her _canéer
diagnosis._ Her criteria for medical legitimacy go beyond the usual concerns about safety
and efficacy. She requires that a credible healing approach be able to tell her exactly.what
is going on within her particular body. It is not enough to have kno'wledge about “the
body” in general or ébout groups of patients. Medical science is discouhted because it is
~not sénsitive or specific enough fo shed light on her individual situation. In additionz
developments of medical science (i.e., vaccines and the birth control pill) are seen as
toxins thgt cause cancer. |
For Marcia, legitilmacy seems to depend on thefe being a connection between a
plausible ex?lanator_y model and her own experience. Marcié’s process of making
L | decisions reflects herAallegiance :to uncoﬁventional cultural aﬁthorities, bractices, :':md
models. The Biomedical Discburse does not hold as much weight as Marcia’s owﬁ :

assessment of a practitioner’s personal power, her trust in alternative information

sources, and her perception of a treatment’s fit with alternative models about the b’ody

- that she has come to believe.




Marcia objects to the expectations about the patient_—practitioner relatiohsLhip that
are embedded in the Biomedical Discourse. She very clearly sees her body as her
territory, her domain. She has developed s§me beliefs about h0§v things work in tﬁat
domain in the course of working through previoﬁs disharmonies and she is not willing to

“surrender the agency she considers crucial to good decision making. But she is willing to
' cénsider knowledge gained by others who have legitimacy iﬁ her eyes—those who are
~ intuitively sensitive'who can “read” her body’\s signs of distress.

In explaining her use of alternative miedicine, Marcia draws on- cultural models
that are not only assbciated with alternative medicine: e.g., the model thaﬁ connects
cancer with immune system weakness and the model that affirms a patient’s right to
choose. She also draws on cultur\al mbdelé about intuitive knowing and the links ‘between
psyéhic factors and illness. These models differ from biomedical models about the body
and the causes of illness, and are more r;ﬁdical than mainstream psychosocial models that
posit links between emotions and health. The importance she places on her di.scovery of
her willingness to die (as oppbsed to the will to llive) and her attention to the feelings of
lon;liness and isolation that she connects to the lump in her breast are congruent with
models that posit emotional and psychic healing as the foundation for physicél‘ healing.

Marcia seemed strongly identified with some parts 0f‘the CAM Dispourse. So
strohgiy identified in fact, that she was wiylli.ng‘ to stake her life on. her allegiance to that

Discourse.* And yet, she wanted her identity and her agency aéknowledged by the

~conventional system. She was distressed that, because she was using a treatment that was

"not considered legitimate, the legitimacy of her personhood was denied. She had




disappeared into nowhere—land, become non—existent. Her experience is a poignant
demonstration of the power of Discourses to both create and erase.

The next patient also experienced this power of erasure, but in a different way.

The conversation with Linda: .
“The terror nobody is addressing.”

Lindaisa 40‘year old office administrator. I interviewed her twice in her small basg:ment
' sﬁite, where 'she lives alone. She is Chin_ése, with short dark hair, and a lively manner.
Linda was diagnosed with breast cancer just over é year before our first interview. She
had surgery follo_wéd by.cher\notherapy and radiation. When ’she was on Chemo)therapy
she also did .acupunctu're and took Chinese herbs to boost her immune system. It was
natural for her to use traditional Chinese»medicine because it was part of her culture and
she believed in it, but she had to stop when she could no lqnger afford it. She also did

yoga and went to a number of different support groups.

" Linda had avery hard time deciding whéther to do chemotherapy. She was given

frightening statistics regarding the probability that the aggressive type of cancer she had /

would recur. Chemothérapy and radiation were presented as being able to iricrease her
vchances for survival, but she was congerned about their side—effects. She did as much
research és she co.uld.'B:ut in the end she made d¢cisions thét she felt were pretty
arbityary.
What héppene’d was I was probably doing tﬁe dishés or something like that;
and I just, I had all this information in my head, it was all conflicting, it was

totally up to me, it was (pause). It’s like they take all your power away and
then they tell you, “It’s your decision.” Do you know what-1 mean? They

" * About a year after our interview, I spoke with Marcia and she said that her conventional doctors believed
she was dying, although she believed her alternative treatments were working. About a year after that,
when [ tried to contact Marcia to have her review this profile I learned that she had passed away.
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either don’t give you the information truthfully, or they give you misleading
information, and they sort of make you feel like, “We’re God. You should do
what we say.” But then they won’t take the responsibility for that. And they
let you make the decision although you are not an oncologist. You don’t
know anything about this and you need help with deciding it. They won’t
(pause), they won’t do that. So, (pause), because then you could sue them.
Right?
And it was so frustrating because I kept finding more 1nformat10n and [
- kept thinking, “Okay, this is going to (pause).” I would phone this place, I
would phone that place. I would research this, research that. Right? And 1
would always be feeling like I wasn’t doing enough, because I would hear
somebody else who had got more. And so it got to the point where I think I
just rebelled. Like I don’t know what other women would do if they didn’t
have a rebellious nature. In a way I am glad that I have a rebellious nature,
because I just said, “That’s it. Fuck it. I can’t do this anymore. I am going to
do that. And I am going to do acupuncture. I am not even going to think
about it any more because I can’t.” It was too hard to try and find an answer,
right?

During the course of her treatment, Linda decided she needed emotional and
spiritual support. She tried to find what she was looking for in several different groups.
Some were in conventional settings; others were in complementary/alternative settings.

The support group, instead of being about what we were going through and
how it affected our lives—that kind of stuff, which is what I assumed a
support group.is for— instead of being about that, it ended up being about
exchanging information. So one woman would say, “Oh, well, ’'m doing this.
I’ve got this book and I’m doing this.” And then another woman would go,
“Oh, well, I didn’t know about that. So could you tell me about that.” And
basically though, it never ends. Because there’s a zillion cancer books out:
there. Most of them are useless. And so, it was this competmon and it was all
to allay this terror that nobody was addressing.

And what it did to some of the women, me included, was we just_ got
totally fed up. We couldn’t take it any more. And so we went back to -eating
hot dogs or whatever it was that we did. We went right back to the way we
were before we got cancer. And we ended up just doing what made us happy.
Whether that was proper or not. Whatever form that came in.

There was no room for your reality if your reality was not (pause) I guess
a conventional reality. Which would be that you are not too poor, you’re not
too dark, you’re not too negative and you talk a lot about appreciating things
‘and keeping positive and stuff like that.

. Then you get, you do get better health care. You get talked to nicer in the
- hospital and stuff if you do that. I learned to do that. I mean, I did that after a
while. And if you make sure you are grateful to the doctors. Like, at first,




after my surgery and before my chemo, was a really hard time because I was
in shock still and then all of sudden I had to deal with being scarred and so I
had to deal with this whole body image thing. Which was never addressed.
Never, never, never addressed.

I couldn’t believe it. You know, and I tried to bring it up. And, nobody
would acknowledge it. 1 just dropped it. But.it was hard because I was
challenging the oncologist. [ was saying, “Well I want a second opinion. |
want this. I want that. What about this? What about that?” Because | was
angry and I was terrified.

I saw really quickly that if you aren’t that way, you know, appreciative
and basically submissive, right? Then they will withdraw. They will
withdraw efforts to help you, right? If T was thankful all the time and agreed
‘and kind of, you know, said, “Oh, thank you,” you know, whatever, then I
would get more information, right?

If T said, “T want a second opinion. I don’t understand why th1s is

. happening,” then I would get less information. They just wouldn’t come
forward with it. They didn’t have to. I mean, nobody knows what to do about
cancer but they won’t admit it. The medical profession cannot admit that they
don’t know what to do.

- So they put it on to you. So a lot of the damage, I thmk happens when \
you’re sort of demonized for having (cancer), right? Then you are told to be
positive,

Which means that you can’t be depressed, you can’t be angry You can’t
be scared. You can’t be sad. You can’t-grieve. You can’t do anything. So
what would happen is that I would be in these support groups and you could
feel the terror right underneath the positive thinking. It was like, right there.

I'mean, cancer is cancer and people react to it like, “Oh, my God, it’s the

 worst thing in the world.” And yet in that venue, there’s this denial. Right?
There’s a denial of what it actually is. Like it basically, what it is, is that you

- will never have your life back again. You will never know ever again how
long you have to live. So your whole way of living has just been destroyed.

And you could talk about that, but you have to end it on an up note. So
you’d have to say, you know, “My whole life has changed but I am so
grateful for every day that I have now.” Like you have to do it thar way.
Right? The amount of denial is the kind that makes me feel like I'm in a cult.
It’s so pervasive.

I asked Linda if she experienced this phénomenon in complemen_tary and
alternati.ve settings or just in conventional ones‘. She replied, “In some cases with the = :
alternative people, they even wanted it more beoause the New Ag.e.st.uff kiod of got'in
there too. So,. there was even more of that, ‘You are your disease and you can get rid of

it 239
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Reflections -
Linda’s situation shows how different medical Discourses confuse and constrain patients.
With her diagnosis, Linda found herself entering what could be called the culture of
cancer. Linda saw' this,world as being destructive enough to be called a cult. She felt that
certain emotions and behaviours were required of cancer patients_ while others were
. taboo. Being given the diagnosis brought her under the inﬂuence of cultural models about
‘what cancer means: it is “t‘he worst thing in the world;” cancer patients are “demons;” as
well as models about how patients are supposed to respond to cancer: e.g., by eating
.right, and by expressing the right emetional attitude—upbeat, grateful, and positive.
Linda felt ‘rhat all of her emobtionalipain——her uncertainty, her anger, her grief
over the loss of her breast, and the loss of her taken—for—granted life, her fears about
death—was disallowed, not_only by the cenventional cancer discourse, but tne alternative
cancer diseourse as well. In fact, the alternative cancer discourse may be even more
dismissive of patients’ suffering because of the alternative models that assert that cancer
and its healing are dependent-on emotional, psychic, and spiritual states. Linda’s
comments expose the deep contradictions in the dominant cultural models: cancer is
terrible and the appropriate response is to be confident and grateful.
Not only are cancer patients supposed to behave in eertain ways in order nut to
make other patients and professionals uncomfortable, but, in Linda’s experience, the
' quality of the care they receive depends on their compliance with the cultural models.
According. to Linda, if she did not behave according to the cancer models about being
hopeful, and the biomedical models about .being grateful and submissive,- her care

providers actually withdrew information and care. She learned how to participate in the
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Discourse in order to receive the care éhe n’eede':d‘, but she continued to rail agéinst what
she saw as the pervasive denial of the reality of both patients’ pain and professioﬁals’
fundamental ignorance about cancer.

In addition to Liﬁda’s refusal to align herself with the dominant disc’ogrses around
cancer, she also rejected the expectations of the biomedical discourse with res;;e;:t to the
patient—practifioner relationship.v Like Marcia, Linda objected to conventional medicine’s
‘ nofms about patient behaviour. But V\;hile Marcia felt cdnﬁdenft about her knowledgg
base and her ability to make good decisions, Linda was searching for aﬁswers ina
context where théré was too much‘ information and not eﬁqugh clarity about how to judge
its veracity. Linda saw the Biomedical Discourse as putting patients in an impoésible
situation. Doctors carry aﬁ aura of infallibility. They hold the body of necessary
knowledge, but they do not share tﬁeir knoWledge completely or accﬁratély; At the same
time, fhey demand that the patient make the final choice about treatment because of their
fear of legal liabvilit}./.

A In the end, Linda did nof make treatment deciéions according to a coherent set of
criteria for legitimacy. She made decisions oﬁt of exhaustion and in a spirit of rebellious
.pragmétism. ‘As was the case with mahy of the patients I interviewed, faced with an
uncerfain future and contradictory discourses, Linda relied primarily on her.own identity,
her own.'values and pre—éxisting coping strategies to find meaning and coherence.

The next pafient also r.elied on his identity and familiar coping strategies when

faced with uncertainty about what treatment to pursue. But for him, the questions.

provoked by the cancer experience were more political than personal.




The conversation with Jack:
“Hands—on all the way”

Jack isa 48.year old, single, ﬁrefighter. He volunteered to be interviewed after being told
about my research by the oneologist he seee at the local caincer elinic. I interviewed him
at the fire hall where he works. Jack is tall, with a sturdy build; He looks fit and healthy,
‘ althongh a little overweight. At the time of his cancer diagnosis, when he was 45, Jack
was doing triathlons and lifting ‘we'ights. He was found to have prostaie cancer after
requesting a PSA (prostate specific antigenj blood test as part of a routine check—up. He
insisted that he get the test even t}iongh the digital rectal exam the doctor did was
negative because he had been adviéed‘by a friend to demand the test. His PSA level was
high 50 a biopsy was done after antibiotic treatments failed to reduce the PSA reading.
The ‘biops’y revealed. fhat his prostate was “loaded” with cancer and showed some signslo_f
invasion beyond the prostate. AJ ack’s urologist recommended surgery and his oncologist |
recommended radiation. It was predicted that these conventional treatments would give
him a 60% chence of survival but Would likely reeult in impptence and incontinence.
Jack was not willing to become “a eunuch wearing diapefs.” So‘he Went to the Internet '.
looking :for a “plan B.”. |

Prior to nis czincer diagnosis, Jack had very little experience with the health care
systein because he'ha(i always been so healthy. He found himself on a steep learning
‘curve. He spent days on the Internet, on the phone, and af the library, educating himself |
aboiit prostate cancer and all the available treatments, boih conventional and. alternative.
Jack said he had been good in school 50 he approached this as “just another scholastic
endeavour.” By chance he intercepted.an e—mail from a man who Wae on nis.way to

receive treatment at a private clinic in California. After learning more about this
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‘treatment J aok believed it would offer the same chance for shrvival as tho treatments
recommended ny his locat doctors but without the side—effects.

Jack’s plan B consisted of anti-testosterone hormone treatment prior to radiation
using a new proton beam technology that is ohly available at this one clinic in California.
This was followed by conventional photoh radiation at the cancer clinic in Vancouver.
Jack paid $50,000 out of his own pocket for the treatment he received from the i)rivate
c:lini'c.5 Jack himself ended up making decisions about how much of each type of

radiation he should have and for how long. He chose to get a higher dosage than was

typical because he believed he was younger and stronger and would be better able to
. tolerate radiation than most prostate cancer patients. Jaok félt/comfortable doing this
because hofelt he had educated himself to the extent that he was the one.who had the
rhost knowledge about his particular situatioh.

I was hands—on all the way. I got kicked out of the doctors’ offices and all the
rest of the stuff because I said, “Well it’s me and I’'m handling the show.”
And even like the guy who handled me at the Cancer Clinic, I said, “You got
a problem?” He’s a nice guy. I said, “Do you have a problem with me saying,
“Here’s what we’re doing.” He said, “No, not at all. It’s kind of 'nice.” So he -
was fairly, kind of proactive, in that situation and that’s great. So he didn’t
have to give me any of the lie lectures or anything because he knew that I
knew what everything meant. And not, “Well you’ll be fine.” It was like,
“Well you know what you re going to be, so I won’t go' there.” So he was
very good ’ '

Jack took this approach after receiving advice from other prostate cancer patients.

There’s so many guys that are so involved who are, well, quite angry with the
whole way this is being treated and one guy said, “You have to become the
best student of your problem because you can’t trust anybody else to treat
you.” And I thought at first, “What’s he talking about? I’ve got the best
urologist in town.”

-* The Fire Fight'ers’ Benevolent Association later reimbursed Jack for the majority of the cost of his
treatment. |
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Well (later) I sent him a couple of e-mails and phoned him and said,
“Were you ever right.” I said, “If I left it in their lap and they made all the-
decisions I shudder to think where I’d be today.”
And so it’s so true, if you’re not a hands—on patient you’re getting poorer
-service from the physician. And this is not a vendetta against the physicians. I
mean, we know how busy the medical system is and how antiquated their
tools and equipment is. I mean the government won’t pay for them to get any
more education on top of what they’ve got. I mean, they are in a pretty ugly
spot. So it’s not against them, but it boils down to the fact that if you’re a
patient and you’re getting'lousy treatment the only way to get around that is
to become a bit of a physician yourself. If you’re not hands—on, you don’t get
the best treatment.
Jack also took cesium chloride, which is supposed to affect the oxygen
“metabolism of cancer cells. He also went to a local clinic that provides complementary
and alternative cancer therapies but he did not become a patient there. When I asked Jack
how he determined what sources of information were reliable, he made a distinction
between “chemical alternatives” and “hocus pocus.” He judged chemical alternatives
using several criteria: the evidence that was cited and the theory behind the treatment had
to make sense to him; claims that the treatment cured everything or everybody were not
credible; and price. He dismissed mind—body approaches such as meditation as being
potentially helpful to one’s mental state, but not effective against the disease itself.
Despite having confidence in these guidelines, Jack knew his decisions were fraught with
uncertainty.
You’ve just got to take a lot of stuff with a grain of salt and you should. And
you’re shooting in the dark. You’ve got to look in the mirror and go, “Cross
my fingers and hope I’ve picked the right one,” or whatever, because you are
shooting in the dark. No one knows. '
The experiences Jack had with the Canadian health care system made him angry.

He compared the free screening mammography program that is available to women over

40 to the practiée of men having to pay $25 for a PSA test unless their doctor finds
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clinical signs to justify the test. He pointed out that two physicians failed to detect aﬁy
problem with his prostate in their physical examinations and he showed no symptoms of

cancer. He believed that these different policies regarding two cancers with similar -

. prevalence and mortality rates are discriminatory and reflect - men’s failure to advocate for

more effective screening. He stated that his physicians had told him, off the record, fhat
the medical system could not support the load of diagnostic and treatment procedures that
would be required if there were an effective early detection program for prostate can;:er.
Jack asserted that the U.S. syétem does a better job of testing for early disease because of
the concerns in that jurisdiction about avoiding medical litigation.

Given Jack’s con(‘;erns about the number of men in their 40s and 50s wbose
prostate cancer miéht go undiagnosed until their disease is advanced, Jack began -

educating other firefighters about the need for ecarly PSA testing. He successfully lobbied -

. the firefighters’ benefit aséociatio_n to pay for the cost of PSA tests for their members. He

said that he had saved more lives since getting prostate cancer than he had in his 25 years
asa ﬁreman..

But for Jack, this was not enough. He asserted that the Canadian health care
system is fundamentaliy flawed.

From what I’ve seen, and this is just a straight layman, it is so screwed up.
It’s like a house where you’ve started with a foundation uneven and then they
started to build up and then correct and correct. And you had five different
engineers and now you’ve got just an absolutely huge monstrosity that’s been
there for so long and so many people have so much interest in it that they
don’t want to tear it down and yet you have to spend twice as much money
just to keep it standing. And it’s not working.

Having seen what can be done in a system that includes private clinics, he

questioned why Canadians are so committed to the principle of universality.




In a utopia it would be nice if we had nirvana and everybody got the same as
everybody, it’d be cool. I’'m just curious as to why somebody threw a dart at’
the board and went—medical—that’s where we’re going to draw the line. I
can’t figure out why, somehow, somewhere, they drew the line there. I mean
-you wouldn’t have as many sick people if they drew the line with, “We all get
the same food, healthy and nutritious, and the same water and the same
‘clothing and housing.” ' '

Reﬂéctions :

Jack is different from the other patients whose situations have been profiled. He did not
ﬁaVe any interest in any of the philosophical or ideological aspects of complementary or
alternative medicine; either before or after his cancér diagnosis. Jack’s exploration of
alternative cancer treatments arose from his unwillingnéss to lose his- sexuality and his
sense of physical mastery, two very important aspvects of his identity. His decision
making was heavily influenced by his participation in Internet—-mediated networks of
cancet patiénts. The treétments he chose were not based on conceptual models that were
substantially different from conventional biomedical models. Rather, from Jack’s
pérspective, these treatments were advances on what was available thfough the
conventional Canadian medical system. They. simply had not been around long enough to
be l_egitimized by the usual means.

Jack’s experiehce of cancer did not seem to pfompt him to question biomedical
.models but it did cause him to challenge the way the delivery of meaical care is
structured in Canada. He became convincea that, because the medical profession lacked
up-to—date equipment and education, patients had to become hands—oﬁ depision makers.
The dominant role he played in his care seemed to be rooted more in a bragmatic concern
for his own welfare than in any.allegiance to cultural quels about patient choice or the

moral rightness of more egalitarian doctor—patient relationships.
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“In Jack’s criticism of the Caﬁadian public health care system, he drew on cultural
models that are becoming increasingly prevaléﬁt in the debate about the future of the
health care system: the system is inefficient, fundamentaily flawed, distorted by special
interests; and people should be allowed to pay for private insurance and private care if
they can afford it. He challen.gedvthe legitimacy of the Canadian mastér model around the
sanctity of universél health care by pointing vout its apparent arbitrariness.

While Jack’s experience of cancer did not seem to destabilize his identity or the
ways in which he found coherence in his life, it did prompt him to conclude that the
| ADiscourse of Canadian health care liclck'ed. cohérencé. The resﬁlting anger prorﬁpted him
to becomé what could be'c_aHed a prostate cancer activist. He began advocating forithe
reallocation of societal resc‘)'urces and the realignrheﬁt of political choices.

Jack’s situation demonstrates that people who ére making decisions about cancer
treatment are not énly subject to the Discourses of Biomedicine and CAM. They are
caught up in larger public discourses as well.

~ The proﬁles presented in this chapter show that patients strivé to ﬁnd coherence
and meaning in the face of ;[he challenge of cancer; this is not surprising. What is
noteworthy is that the coherence they “jerry-rig” is not necessarily all thét coherent. The
examples in this chapter s‘hov-v that situated meanings can be unstable;contradictory, and
linked to competing cultural models and Discourses. They are truly situated, i.e.,
dependent on circumstances and contexts that are uncertain and changeable. The next
chapter presents the perspectives of conventional practitioners. Their experiences

demonstrate that being firmly entrenched within the Biomedical Discourse brings other

kinds of uncertainties.




Chapter Five

Biomedical Perspectives on CAM’s Legitimacy

‘Introdu’ction

In this chapter I discuss conventional medical practitioners’, perspectives on cancer
patients" use of Complementary and Alternative Medicine Y(CAM). The material in this’
chapter is based on individual interviews I conducted with professional staff from the
British Columbia Cancer Agency (BCCA). When I did these interviews [ was impressed
.by fhe substantial nature of this embodiment of the Biomedical Discourse. If war is being
waged on caﬁcer, places like the Vancouver Cancer Centre are the fortresses, the
command centres in that war. The entrenched legitimacy of this institution is

| unmi.stakable‘. All the signs and symbols of so.ciogultural medical power are here: the
exi)ensive technological equ&pment; the doctors in their white lab coats; the nurses in
their sensible shoes; the téchﬁicians with their clip boards and files; énd the support staff
bﬁstling about looking harried. One thing that is striking about this setting is the amount
of financial and human resources fhat are in\'(ested in it. While this chapfer focuées on the
language \énd ideag expressed by people who work withiﬁ this enviro'nrr.le‘nt, itis

important to remember that these textual elements are embedded in a Discourse that has a
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complex material, éocial, and politiéal_ infrastructure that has enormous weight and
stability. |

| I inter\}ieWed six oncologists (three medical onéologists and three radiation
oncologists) and three nurses. Mést of the oncologists had moré than ten years expefience
in cancer treatment and research. Th¢ nurses‘had varying lengths of servjce in specializéd
~ cancer care. These practitioners responded to invitations to take part in the résearch ;[hat
were sent to BCCA professional staff. The practitioners selected themselves f(')r‘inc-lusion }
‘based on theif interest in the topic and their belief that they had something to contribute
fo the research. Among the conveﬁtional prabtitioners 1 intervieWed theré was a
remarkable homogeneity in practitiéners’ views about the issues they face as CAM and
Biomedicine converge. lAs pof[ed in chapter 3, the prabtifioners whé Vdiunteered to be
i;lterviewed did not express extreme, oppositional views about CAM. In fact, a smail »
number likely view themselves as having' their feet plahted in both worlds.

The méterial in this chapter ié organized accbrding to three fopics that were
cdveréd in the interviews that are mosf re‘levant‘to fhe dissertation: the use of CAM by -
cancer patients; patient—practitioner relationshibs; and science as a source of legitimacy.
The focus in this cﬁapter is primarily on the political and epistemological aspects of the
~ issues that are arising with the convergence of CAM and Biomedicine, since these are .
what have become most unséttled for biomedical pract‘ition_ers.

‘ The,previous chapter focused on individuals with cancer. It presented cancef '
patienfs’ personal stories ahd pers‘pec_tives. Thi.s chapter focuses less én the personal and
‘more on respondeﬁts’ roles and the implications of their position as insiders'withinith‘e

Biomedical Discourse. The quotes in this chapter come primarily from interviews with
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four oncologists. The quotes have been selected for their cogency and salience: While the
the nurses I interviewed are not often quote(i directly in these pages, nurses’ experiences :
and perspectives provided important richness to my understanding of the biomedical
context.

The people whose thoughts and opinion‘s are presented in this chapter are not
living with cancer in the way patients are. Professionals in the oncology field live in a
different relationship to‘eancer. Within lhe dominant Icultural model that portrays an

’71

encounter with cancer as a battle, they are “the troops.”” They make their living in
opposition to a disease with which they becorne intimately familiar. It is also their |
mandate to care for people who are ill with cancer. It is often difficult to combine these
two activities: ﬁghting the diseaee and céring for the person who is ill. But, in contrast to
the patients profiled in the previous chapter, the practitioners whose views are presented
in this chapter are not strnggling to create meaning or coherence by drawing on a variety
- of cultural models and conflicting Discourses. Their professional iclentitiee and -
allegiances are clear. Tlley are living within the Biomedical‘Discourse, a Discourse that
enjoys a hegemonic sociocultural position. The primary question related to CAM for
these practitioners centres on how their work is affected by the CAM Discourse.

As CAM and Biomedicine converge, conventional oncology pfactitioners are in a
difficult predicament: they are already experiencing stress and overWoik because of the
demands of nroviding cancer care in a health care system that is hampered by ﬁnancial

cutbacks and staff shortages; they are meeting patients who expect them to be

knowledgeable about a multitude of different CAM therapies and their potential

' During the time I worked at the BCCA 1 often heard staff refer to professionals who worked in the
oncology field as “the troops.”
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interactioné with conventional tréatments but they have little .timé to spend educating -
themselves and few sources of knowledge they consider credible; tﬁey are int‘etrécting

with patients.who expect them to adopt new models of patient—professional relationships; -
their professional motivation and commitments are questioned by critics of “the cancer
‘eslt'ablishment;” and while they are alighed with biomedicine and appreciati\}e of its

.accomplishments, they are all too aware of its limitations, as only insiders can be.

Cancer Patients’ Use of Complementary and Alternative Medicine

The practitioners I interviewed noted that there has alwayé been a segment of the cancer
patient population that has used unconventional treatments. Nevertheless, practitiohers
reported that there has been a shift in the pattern of CAM use in the last ten or fifteen
years: a higher proportion of patients are using CAM and those patients are using an
increased number of different substances or approaches concomitantly, e.g., rather than
- taking one or two alternative anti—cancer treatments, many pétients Now use a
comprehensive regimen of CAM that combines such approaches as meditation,
psychosocial support, nutritional supplements, and dietary changes as well as specific
alternative anti—cancer treatments. One oncologist, named Charles,2 described the
situation this way:

I’ll tell you a little story about how my eyes were opened to how much this is

happening. For me, the gold standard of the person who’s really got their feet

on the ground, as sensible, is the (prairie) farmer. . . . And when my retired

farmers, when they were all coming in with alternative therapies, I thought,

“Hey this is main street!” (laughs) The Asian population I can understand,

my Aboriginal population, sure, that’s their culture. But my goodness, this
has really hit the mainstream. (laughs) ‘

> The names given to the practitioners who are quoted are pseudonyms.




Another oncologist estimated that, 15 years ago, probably 70% of her patients
were using CAM therapies while about 85% are using CAM now. This oncologist did not
see this increase as particularly significant. What was significant in her opinion was the
increased openness about CAM (i.e., both patients and practitioners are more willing to
talk about it) and the widespread availability of different therapies and products. Most
practitioners mentioned the Internet as a factor in the increased public awareness of

‘complementary and alternative treatments. Some practitioners commented that it was not
uncommon now for patients to come to their clinic appointments with stacks of print—
outs from websites that they wanted help-deciphering or used as reference material in
their demands for better information or different treatments.

The conventional practitioners-also mentioned the increased number of CAM
practitioners such as naturopaths that were promoting particular approaches as well as the
increased availability of products such as herbal remedies and nutritional supplements in
mainstream retail outlets. For example, one oncologist named Patricia described the
change as follows: -

There was always a significant minority using alternative therapies and now I
think it’s a significant majority. So it’s grown and it’s partly grown, I think,
because of access to information but you can also see it’s grown because of
availability. There’s a naturopathic store on every corner, you know, and
there clearly is an appetite for it or all the stores wouldn’t be functioning and
making an income from their products. I think the easy availability of
knowledge through the media and through the Internet has facilitated that. 1
think people’s ability to travel, their high level of education, wish for some
‘autonomy or less dependence on perhaps traditional medical advice, more
wish to try and look after themselves—which is all very good, you know—
those are all healthy things. That has led to a steady growth.

Conventional practitioners believe that not only has the level of use of CAM by

patients increased but the sociocultural presence of the CAM Discourse has grown: it has
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become rrllainstream. As the preced'ing interview excerpt shows, conventional
practitionérs ’see‘the use pf CAM as being linked to other cultural shifts, ijncluding o
‘clhanging values related to patients tqking more responsibilit'y for their health énd
exercising more autonomy in reiation to biomedicine. ”l;hese are the kinds of cultural
models that CAM proponents are promoﬁng, as chapter 7 will iilustrate.

In their comments about the changing role of CAM in cancerl, two oncologists |
offered other observations about larger cultural forces. Patricia spoke about the téndency '
for pétients to not only want complementéry and élternative treatments, but to demand
th¢ best of conventional mf;dicine as well. |

I also see the other side of the coin and that is patients generally are desperate
for the cutting edge of medical care. They want anything that can be done,
done. And most people are clamouring for conventional therapy and often
very confused about what they read on the Internet about some research
taking place somewhere which they think is an estabhshed treatment and why
can’t they have it tomorrow.

There are very few people at that fringe end who repud1ate conventlonal .
treatment and only go for the alternative. There are a few. I saw one last -
-week, it was absolutely shocking. This young woman has thrown away her
life. Because she wouldn’t accept treatment for a cancer that’s now going to
kill her. And that’s rare. The vast majority want the best of everything. The
best. They’re clamouring for the best of conventional treatment and in the
area that I’'m in, it happens to be cancer drugs and I just get bombarded by
phone calls from patients, trying to access drugs that are not approved in
Canada or the United States. They are only in research or being tested on
mice and people don’t understand that they can’t get it, you know.

And patients think they’re being denied something. The thing that does
drive me completely crazy, it really does, is there’s this pervasive sense in the
public and patients that they’re being denied all kinds of things because it’s
.too expensive-and the Canadian health care system won’t pay for it. And in
fact there’s hardly anything they’re being denied. At all. Nothing I can think -
of. ‘

That’s not the issue. It’s just that these drugs-are still in early research

" and either haven’t been tested on humans or proven to be any use yet and
they’ve read about something in the newspaper or on the Internet and they’re
very upset they can’t get it. And I spend a lot of time explaining to people,
“You have no idea this stuff is any use and it will probably be several years

_ before we do.” And you know, they want it now. And so, again, it takes a lot




of time and people are very hurt, angry and upset because they think that

somehow the health care system is letting them down: But in fact we don’t

have miracles for many cancers and I remember one health care person in the

States that I went to.a lecture in Harvard, saying, you know, “One of the

issues with the North American society, there’s a section who truly believe -

death is optional.” They can’t-believe there 1sn ’t a solution and sometimes
there aren’t.

Patricia was not the only oncologist who linked CAM use with society’s denial of
death. A second oncologist, named Joan, also made this connection. The following
remarks were prefaced by Joan’s observation that a lot of what was happening in |
medicine is related to the widespread materialism in our society and people’s unrealistic
expéctations of life.

(What) I see complementary medicine mainly as, is a reflection of these woes

of our society and of people's lack of centeredness . . . I think a huge amount

of it is the people's fear—death is not supposed to happen, disease is not

supposed to happen. I’ve got to control it.

* This focus on control and the triumph over death can be seen in some of the CAM
Discourse (e.g., see the excerpt from Deepak Chopra’s book given in chapter 6) but a '
denial of death has also been described as an unhealthy aspect of the Biomedical -
Discourse (Weil 1995; Gordon 1997; Robbins 1998). It is interesting that the oncologists
did not connect this cultural attitude with biomedicine, but saw it as something “out
there” in society. This may be an example of a cultural model (i.e., a belief that death

represents a failure of control, or that death is a mistake) that is reinforced by several
Discourses in a positive form (e.g., discourses around the quest for perfect health or the
perfect body) but that no Discourse wants to-overtly claim in its negative form.

When I asked the biomedical practitioners what issues the use of CAM raised for

them, the oncologists spoke about the dilemma they face with respect to advising patients
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about what treatments can be taken in combination with conventional treatments.
Patricia’s response was typical.

People have a high expectation of physicians having knowledge of a variety
of interventions and high expectations of having time to talk, especially when
they are dealing with a serious illness like cancer. So the biggest challenge
for me is answering people’s questions in an even—handed, non—judgmental
way that supports them in some of their very reasonable decisions, then also
balances the advice I must give them about any medical risks of anything
they choose to do, seasoned with a dash of concern if I have people heading
off to take treatments that I know are very expensive and offered by
charlatans. Those are the bad end of the spectrum. Most complementary -
interventions I think are healthy and helpful in that I think they support the
patient’s need for doing something to help themselves, it gives them a sense
. of purpose, a sense of control and all the things we are very familiar with.
So I think the knottiest problem for me is when the patients come in on
- about ten or fifteen things they are taking by mouth—so this isn’t the
massage therapy or the psycho—-social support end of it which I think . . . are
© terrific. . . . But when people are taking a bunch of stuff, the difficulty is that a
lot of these different herbs and chemicals do contain some active ingredients
but you often don’t know what. So it does leave me in a dilemma. Because
- generally adverse reactions almost never happen, but a few do. And they may
not be the adverse reactions when patients get sick. There are some natural
~ foods that can inhibit the metabolism of certain drugs or accelerate the
metabolism of certain drugs, such as chemotherapy drugs. And nobody
actually knows if it makes a difference because there’s not a lot of
“information. You know, you’re not having droves of people signing up for
studies to try and evaluate the 1nteract10ns between various compounds or
even to evaluate efficacy.

So. the difficulty for me is what to say to the patlent when they come in
and show me this endless list of things they’re taking and ask me, “Is it
alright?” Because on the one hand I tend to say, “Sure it’s alright, many of"
my patients take these, no problem.” :But on the other hand I sometimes
wonder because I actually don’t know what’s in these things and each one of
them has a long list of sub—ingredients. . . .

I sometimes will ask the pharmacist to scrutinize everything and give
some advice, and they do frequently then advise the patient not to take some
of these things during the course of the chemotherapy and other things they
say, “That’s fine.”

So I think that’s my biggest concern. I don’t want to do any harm to the
patient by giving them something that may cause an adverse reaction with
some of the other things they are on, but in my twenty—something years of
practicing oncology I can probably only think of two occasions when that’s
happened. So it’s very, very infrequent. So I’'m not particularly neurotic about

~ it. But I am concerned that [ am not giving the patient the right advice. And
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yet at the same time | want to support the patient in feeling that they don’t
have to be defensive or feel criticized if I say, “You know, I’m not sure this is
something I’'m happy with you taking,” because then it tends to generate a
sort of “us and them” sort of sense. They’re torn between wanting to trust
“their conventional physicians . . . but also wanting to believe whatever
they’ve been advised by, perhaps a naturopath or even health food store. . . .

I strongly encourage people to do certain things that I think are very
meritorious,- you know, support groups, psychological counselling—very
helpful. T recommend it for a number of people, a number of soothing

. interventions whether it’s crystal therapy or any of these. Whatever it does, it
can’t do any harm. (laughs)

As long as whatever information you are being provided with is not
erroneous. I think where practitioners like me actually get positively upset is

‘when patients are given profoundly erroneous advice—guarantee of life—

~saving treatment or whatever—nearly always linked to a high price tag. Or
being force—fed the concept that there’s a conspiracy amongst the general
conventional doctors to deny you curative treatment.

- Patricia makes a distinction between psychosocial interventions that provide
benefit or at least do no harm and expensive treatments offered by “charlatans” who offer
unrealistic guarantees. The ethical issues related to this aspect of CAM use are of great

\ . .t . ‘
concern to conventional practitioners, as the next section demonstrates.

Patient—Practitioner Relationships

" Many health discburses advocate for a new kind of relationship befween healfh café
professidnais and p.atien.ts. The patients’ comments in the previoils. chapter provide some
examples of the kinds of relationships patients are coming to expect. The model that is
being prbmoted is one where patients and practitioners engage in a healing partnership |
where the knowledge, needs, énd interests of patients are given more weight than they

traditionally have held in conventional medical settings. Although “patient—centred care”

has been a buzzword in the Biomedical Discourse for several years, the reality is that




many health care providers have not changed their Way of relating to patients. One nurse

I interviewed gave the following perspective on the situation.

You know, we always talk about here, that we should have persori‘—centred
care. We do talk about that a lot (here). But I think we’re not walking our
talk, at all. I think we’re so enmeshed in a system that’s constrained by funds,
by worldviews, by history and myths—you know myth is involved in there
too—"“Because we’ve always done it that way.” People aren’t willing to step
outside the box and look at this thlng differently.

. However, Charles reported that the dynamics of patient—practitioner relationships are
changing.

More and more, and quite appropriately . . . it’s a much more collaborative
decision—making process than it used to be, for sure. And so'I will see a
patient and I will recommend, “These are your options, you know, this is the
best chemotherapy for you. On the other hand you may, if you don’t want
chemotherapy, you could do this or you could do that.”

So you always try and give people options so they can make a final
“decision with as much information as they can. And that’s what a lot of
people want. Now there are some of the older people they’re not used to that
model, so they’ll just say, “Oh doctor, please tell me what I should do.”
Alright. But this is really changing and it’s a very different market place out
. there.

While some of the practitioners agreed that patients should have more control in the
* process of 'making decisions around treatment, Bernard, an oncologist, pointed out a
major difficulty posed by this more egalitarian model.

. You never impose a treatment on a patient. You can’t do that. You can say,
“Look I really think this is going to save your life and it’s effective and if you
don’t have it you may die in a few days.” But if that patient says, “Thanks
very much but no thanks,” then that’s it. Our only commitment there is to
say, “Can’t I 'go over this again.” . . . And there are people. with very different
beliefs to me and if that’s their belief, that’s their choice. We can’t chain
them down and do that. So they have always had choices to that degree. But
if they want real choice they’ve got to go through medical school and do that,
because reading the books tends to generate confusion and more questions.

For biomedical practitioners, questions about how to structure patient—practitioner

relationships and how to manage the process of making treatment decisions are strongly
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linked to ethical considerations regarding informed consent. These ethical considerations
are connected to the role of CAM préétitioners in patient qaré and to the concerns raised
by patients'abc‘)ut conventional medicine “robbing hope” in the process of giving a
diagnosis and prognosis.

Joan séid that the situation is éffegted by éuf sociocultural tendency to want facts
and figures. She illustréted her point by talking about all vthe'r'nedia stories that report
st'atistic's ahd surveys. She argued £hét patients are makiflg paradoxical der.nands-oni

. physicians as a result of this discours¢ around quantitative facfs.

People want these (facts and figures) but they don't really want it in medicine.
But they do want it in medicine. Théy want the doctor to say, “I have a 72%
chance of curing you with this treatment.” So they ask for that average . . .
but they don't want to hear it. They ask for that. Medicine has responded.
Medicine has also responded to this ethical thing. Medicine has dealt with the
legal issues and the liability issues by increasing the ethical denomlnator and-
by increasing how we define our ethics.

‘ I don't think that's bad. I think we have to be ethical, but in defining
ethics, you know, one of the major things is veracity. With veracity you tend
to be sometimes more blunt and less benevolent than you are without

¢ veracny Whereas the old doctor used to say paternalistically, “Leave it to
me. I'll look after you, my dear.” . . . What the patients are demanding is
saying, “I want the facts. I saw on the Internet this, th1s this. Tell me the -
facts.” ,

So a patient comes in and says, “I read about my breast cancer—stage II
breast cancer—I read that I have a 60% chance of being cured at ten years or
a 40% chance of dying.” What do you say? You either say, “You're reading
the wrong things,” or you say “You're reading the right things.” But if you

_say, “You're reading the wrong things,” you have to give a new figure.

So patients come in demanding veracity, as much as you can give, and
demanding figures, but they don't really want to hear it. What they warit to .
hear is the paternalistic, “I can cure you.” So medicine has been pushed by
society and by its reluctance, 1 think, to really look broadly at being more
holistic. They've been pushed to this ethical defensible corner of providing
facts and yet what the patient wants is hope. Hope and reassurance and
paternalistic autocrat. The patient wants the doctor to be the autocrat. The -
patient wants you, in a sense, to say, “I can do this, I can heal you.” And
that's what they're getting from the alternative view.

There's a few issues around that. . . . One of the issues is that if you give
less than facts then patients often feel llke they are getting a less good deal




and they want facts, they want books, they want articles, they want reading
material. They want you to talk to not just them, but their partner and their
ex—partner and-their next partner and their daughter and their son and they
warnt everybody involved. Everybody who becomes involved comes with
their own set of facts and expectations, and their own opinions. So therefore
it becomes even more prudent for the oncologist or the physician to give as
hard facts as they can. And yet. at the end of the day all the person wants is
100 or zero. Is this disease going to come back or not? So everybody wants
hard facts, but they really don't. They want this hundred or zero.

There's an issue too about how we give facts, and how people hear facts

and when facts are given, because I think that facts can be given to people in .

a way that is a cup half—full rather than a cup half-empty. Facts can be given
people at the right timing. Some people want to hear all the facts at the

beginning, some people don't.

And very rarely do patients come alone any more, which is good, it’s good
to have another set of ears. Having said that, it’s good if they come with another
set of ears and not with their own agenda. But their own agenda being there
often changes the normal rhythms of the patient. So what does the patient do?
The patient gets freaked by what they think they want or what their support
people want. And what do they want? They want to know hope, they want to
know cure, they want to know they're fine. And they then go to an alternative
healing (approach) which has not backed itself into this ethical corner, which
has no responsibility to give facts, which has no liability about facts, which has
no facts, is the reality. And they get a lack of facts, they get hope, they get
reassurance. . ' '

Patricia also spokeabout the different ethical standards that biomedical and CAM

practitioners must uphold and the way that these differences affect patients.

[ think in some ways what lnaturopathic medicine can do and other
complementary methods, is it gives the patient a major comfort factor and

_sometimes the promise that if they do certain things, something good will

happen. They will feel better or stronger or be helping to fight things off. And
I think my job’s harder. It’s much easier to peddle. hope than to deal in
reality. . . If ’m trying to get a patient to choose between two or three quite

tough options, they need to know what the risk of severe or life-threatening

side effects are. I can’t just say, “Oh take this stuff. It’s great for you. It’ll do
the trick. Yeah, chances are you’ll be fine, don’t worry about anything else.”
Because that would be malpractice. I have to spell out the choices, have to

‘empower the patient to decide, and I can’t overstate the benefits.

So I’'m bound by my professional, not only professional standards that I
have personally, but professional standards supplied by the College of
Physicians. That licence you to practice thatyou have to be forthright and
honest in disclosing to the patient all of the circumstances. Sometimes you
have to disclose so much it’s overwhelming.
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I’ve heard the expression (“robbing hope”) and we in conventional
medicine shouldn’t be robbing people of hope in that you shouldn’t say, “Oh
darn, you’ve got really bad cancer, you’ll be dead in six months and there’s
not much I can do about it.” I mean that would be robbing somebody of hope.
That would be appallingly bad style to communicate with a patient.

* However if I have a woman for example, who’s brand new, who’s come
to me with something terribly bad, she’s got a liver full of cancer and I have a
treatment that will maybe prolong her life by three months if she’s in the one
in three who respond. And if she’s in the two out of.three who won’t respond,
all it will do is perhaps make her 51ck and make her hair fall out. So it’s very -
important she understand the limited merit of that treatment and feels able to
make the decision. I mean if she says, “I’m not feeling too bad right now and
my son’s graduation or wedding or something is in four weeks and I’d rather
not be sick, I want to enjoy that, and I don’t think I want your treatment or I’d
like to put it off for a bit,” I’d like her to feel she has the choice. Not,
“You’ve got to take the treatment now, you’re gomg to get much worse, you
have to get on to it quick, like next week.”

So it’s very difficult to fulfill your obligations to provide reasonable
disclosure in a way that’s understandable for that patient’s level of emotional
stress that day, the language, education. And it’s more than one visit, it’s an
iterative cycle of trying to explain things to people and nurture them along to
what they think’s the right decision.

So you are constrained. You can’t just peddle hope you have to deal in
facts. But you can present it in a supportive way and when you get to that
final discussion where you’re saying, “I don’t have any further active

. treatment to control your cancer,” then it should be done in a way that
ensures the patient feels that you’re putting in place the supports they need.
Putting in place the family doctor’s support, the homecare nursing support,

.you’re giving them an opportunity to ask about death and dying, what it’s
like. You’re giving them an opportunity to be reassured that their pain can be
controlled. All of the things that are terrifying for human beings you want to
be able to assure them that you’re doing something to help, that’s not the
same as, “Take your vitamins and all will be well.” You know, it’s a different
role that we’re fulfilling. And I think that for patients it’s often hard to
understand that.

Some of the practitioners told stories of patients who had been led to believe that
their complementary or alternative treatments would cure their cancer and, in their final
months, became angry that they had been misled. Joan related. a conversation she had

while providing palliative care to a patient who had been told by a complementary

physician and a naturopath that her breast cancer could be cured.




 “How dare they treat me that way,” the patient said. “When I met you
(Joan),” she said, “I hated you ‘cause you t6ld me you couldn't cure me. And
I turned around and I went to see them and they both told me they could cure
me and they could make me fine.” She said, “So who do you think I would
have believed? But why didn't they tell me the truth?”

Patricia described similar situations and emphasized the difficulty physicians have ,

/

responding to patients’ questions about their prognosis.

I’ve occasionally had patients come and say to me that they were very angry
with some other doctor whom they’ve usually just fired because they didn’t
forewarn them that their life was going to be short. And these patients felt
robbed of an opportunity to use those last few months constructively. And
they were usually at this point dying and they said, “You know, if I"d known
it was this serious, I would have done this, I 'would have done that, I would
have spent time.” Usually with family and friends doing certain special’
things, or sometimes it was sell their house or stop fussing about money,
whatever—things that were important for that person at the end of their lives.
And the difficult thing is that, as the doctor, you don’t know what space that
patient’s in when you first meet them and you’re trymg to judge it. You don’t
“know what their pressing needs are.

It’s up to the discretion of the 1nd1v1dual physician (whether to give a
time frame) and you’ve got to be terribly careful about time frames because
you offen (pause) get (pause) it (pause) wrong (pause).

"And it’s quite acceptable to give a range but even that can be
misunderstood by the patients. Because if a patient asks you, you know, you
don’t usually ram it down their throats, you don’t usually say, “Well by the
look of you you’re going to be dead in six months.” But you introduce the
idea that perhaps you’re not going to cure them and you introduce the fact
that you may have run out of options for active treatment, but you still have
lots to do for symptom control. And you give them an opportunity to express
whether they’re interested in knowmg more, but if so, you should respond
honestly but not dogmatically.

You don’t know. Somebody you think is gomg to last three months T

* might be dead next week and somebody that you think is going to be six
weeks at the most is still chugging along nine months later, so that people and
their diseases are unpredictable. So I generally say, “Well it looks to me as if
you’re probably into the last few months of your life and I’'m not sure that
you’re likely to make it through another year.” And in reality it’s often a lot
shorter than that but you can’t be too precise because if you are, again,
patients feel angry. . . . People are so uptight when they ask that question they
don’t (pause), they re not taking it in.
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These interview excerpts demonstrate crubial differénces in the roles thét o

, cdn\(entional practitioners play compared to CAM practitioners. Being within the
Biomedical Discourse with its professional ethical standards and vulherability to legal
action means being constrained in your felationships with peitients. This is one of the
pricés of legitimacy. Being part of the legitimate professional community bestows the
privilege to practice within a government-regulated system that grants certain benefits |
and freedoms. But it alsq imposes 1{mits that do not affect_practitioners who ar_e‘ outside
this legitimized circle.

The conventional practitioners saw their rol_e\ as being much more difficult than
that of CAM practitidners. One nurse specul%lted that part of the reason why patients view
conventional practitioners as being less humane and supportive than CA:M pfactitiénqrs

- is that it is conventional pract;tioners who give the cancer diagﬁdsis. Sincé they convey

the bad news they become associated with that traumatic experience.

The biomedical practitioners I interviewed generally agreed with some aspeéts of
the cultural models about pétient—practitioner relatioﬁships that seem to bé: gaining
groundin both CAM ‘and Biomedical discourses. There was a consensus that patients
need éomplete and accurate information about their diseajée and their treatment options.
There was agreement that patients ultimately have the right ‘an’d the respohsibility to.
make treatmént decisions and fhat patienfs’ thinking and decision making must be
respected. But there was also a stroﬁg awareness that thé situation is not as
straightforward as it might appear to patiepfs ot others outside Biomedicine. Professional
regulations and policies determine what information can be given and limit the ways in

which it can be given. Patients “want the facts but don’t want the truth.” Practitioners
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may not know a patient iNell enough to be sensitive to what he or she needs at a particular
time. The growing tendency for patients to come to appointments with one or more
support persons introduces additional needs and agencias into the situation. Patients do
not have.the depth of technical knowledge and experience that highly—trained

| professionals do. And; perhaps most troubling of all, even for those with professional
‘expertise, it is Very difficult to predict the course of cancer in an' inclividual case,

I sensed a certain amount of frustration on the part of conVentional practitioners
that they were being seen as failing to provide hope ‘and reassurance. They felt it was
unfair that they were being judged incomp‘arison to CAM practitioners who do not
labour under the sanie professional. and legal constraints. I also sensed some frustration
related to the fact that it is usually the conventional syst.em that cares for. p‘atients in the :
ﬁnalr stages of their lives. There seemed to be an underlying resentment that CAM
practitioners had the freedom to promise benefits without being held accountable, either
legally or practically, for these promises regarding treatment outcomesi

-Another aspect of the patient—practitioner relationship needs to be mentioned and -
that is the question of whether “caring” has been lost from biomedical health care. Some -
of the patients quoted in the preceding chapters expressed dissatisfaction with this aspect
‘of their interactions Within conventional health care settings. Some public discourses,
including some parts of the CAM Discourse, pr,esent'a stereotype of biomedical
practitioners as unfeeling technicians who fail to engage with their patients as people.

But, the practitioners [ interviewe(-ivdid not fit this stereotype. Sometimes during our

conversations I thought I detected hints of the apparent callousness that people inside

difficult situations adopt as self—protection. But, for the most part, the practitioners I

»
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interviewed seemed deeply concerned about their patients’ well-being. It may be that this
is one way that this self-selected group is biased. One of the nurses I interviewed noted
that some doctors are better than others at conveying the diagnosis and prognosis. But it
seemed the oncologists and nurses I met were committed to providing care that was not
only technically of high quality but also sensitive and respectful.

During one interview I was particularly struck by a moment that cléarly revealed
the human engagement that professionals feel. The oncologist, Bernard, and I had been
talking about the idea that people cause their cancers and can therefore heal themselves.

'He expressed adamant opposition to this tendency to blame the patient.
I think if you see the number of patients that have cancer and the number of
patients that we can’t fix, even the patients we fix, the stuff they go through
to get fixed, and on no evidence whatsoever that I can see, you put out that
1t s their fault, I think that is sinful.
I then asked him if he saw patients in treatment that were approaching cancer as a wake—
up call that prompts transformative changes in their lives. He said that he had heard of
that, but that because of the specialized role he had with patients he didn’t really get to
know a lot of them well enough to be aware of those kinds of dynamics. He explained the
specialization of the treatment system and the large caseload each specialist carries.
I see them, I'm look'ing——is the cancer back—mno. If it is back, what
symptoms do you have, how can I help that best, do you need radiotherapy,
do you need chemotherapy or do you need your doctor to look after that with
painkillers. Do you need someone to get you a walking stick, and a chair,
which is other stuff that other people have to do. Because I’ve got another
five hundred patients that need just this particular thing (that I do)..So we’re
blinkered, and I think that’s an unfortunate area of it. I think it’s unfortunate
for the patient, that some of the treatment is split up like that.
I think it’s led to a level of expertise in some of the technical steps that
are then done extremely well and overall give beneficial effects for the
patient, though it is a bit bouncing back and forth to different people, and it

would be nice to have a balance between that, so that with expertise, you had
some sort of integration.




After séying this, he shifted in his chair and paused slightly before saying that h¢ was
sure this sbecialized separation of roles was a defence for some of his colleagues, a way
to “fix the fixable” aﬁd allow them to limit their engagement with patients. Then hé;
paused almost i_rhperceptibly again and his vo‘ipe lost the confident a}ithority it had
carried up until that mément, and he said, “To be with them until death through all of the
bits is hard. If’s really hard.” - ¢

In that brief moment I felt the shield provi.ded' by the Discourse of biomedicine—
the white lab coat, the éxpert opinion, fhe scientific objéctivitY—drop away. Then
Bernard looked at me and said, “So I’ve lost What the queétion was. Sorry.”

Science as a Source of Legitimacy

Chapter 1 showed héw-some biomedically—oriented authors 1.ook to écience to
definitively answer questions about the legitimacy of complementary and alternative
approaches to healing. If was during my conversations with biomedical professionals
about this topic that discrepancies between the public and private biomedical discou_rées

‘ became; strikingly obvious. The conventional practitioners I interviewed were acutely
aware of the limitétions of science and wgre‘f\orthright in pointing these out. For example,
Patricia had this to say.

Well, science is not absolute, science is an art too. It’s just like they say,
“There’s lies, damn lies. and then there’s statistics.” You can also say,
“There’s little lies, big lies and then there’s how you interpret the science.”
(laughs) ' ‘

Because science is not like it’s a black and white thing. And I think that’s
the difficulty. I think the profound difficulty for members of the public and -
patients is how to sort the information. . . . Science is only relative and it
gives you a relative body of information from which to make reasoned
judgments. So the patient’s trying to make reasoned judgments and the
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doctor’s trying to make reasoned judgments, but we’re playing from different
decks of cards. ‘ :

And I swear some of my patients know far more about alternative and
complementary medicine than I do. They’ve probably read a great deal more.
Whereas I know a great deal more about the reality of their disease—how it’s
going to behave, in the most part—and because patients and diseases vary
too. And how it’s likely to respond to treatment and what the likelihood of
failure or success is. But they’re likelihoods, they’re not absolutes.:

So science is never clear—cut in the health care situation unless you’ve
got something as simple as, “Does aspirin relieve pain?”’ “Sure.” “Does
penicillin kill certain bacteria?” “Yes it does.” “Does taking your appendix
out stop you getting appendicitis again?” “Yes it does.”

‘But does taking multi—vites or tamoxifen or chemotherapy guarantee you
something? No it doesn’t. Does it even increase your chances in certain
circumstances? It does. But that’s the difficulty and I think for the majority of
members of the public it would be nice if there was a set of simple answers
and there aren’t.

Bernard also telked about the uncertainties of science. At the same time, he
emphasized the importance of using science.as the primaryv source of medical legitimacy,
- despite its limitations. His comments.wrll be cited»in some detail since they proxride an
instructive example of how insiders think about this issue. Bernard began our
chversatien by saying that he had a very sincere question about the problem I was
investigating. He stated that he.“did not see alternative medicine or complementary
medicine as a reel event, vin any way.’ He clarlﬁed this by saying that CAM is real
inasmuch as it is the subject of conferences and is talked about in the medra But, in his
view, it made no sense to posit the existence of separate medic’ines. He was concerned
'tnat the increasiné-public“discourse around CAM was g‘iving it a legitimacy it did not
deserve and allowing the use of ‘rotally untested substances.

Bernard asserted that what is necessary is to generate testable questions or
hypotheses on the basis of empirical observations, to do ._studies testing for safety and

efficacy and then to adopt the treatment if it is-both safe and more effective than standard
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treatments. He gave the example of acupuncture, which he believed has potential that has

been overlodked.

I understood that the art of acupuncture looks at some lines and associations
and connections that we don’t recognize anatomically, if you like, at the

“moment in biology, but it’s ever been so. When we come to the edge of what
we know, what we don’t know is what we don’t know.

It may be, for instance, that the old idea of those various connecting lines
may be totally wrong as the reason why it worked, but that doesn t stop it
necessarily working. :

_ But at the other end of the scale, and for cancer treatment we use
periwinkle plants, we use a red fungus—type bacteria and we use the bark of
the yew tree, as state—of—the—art treatments for cancer. We take out the active
ingredients so we know exactly how much we’ve got so you can give
someone an accurate dose, so you can predict something about the side—
effects and benefits. So I don’t see anythmg as being a dlfferent a separate
medicine.

From Bernard’s perspective, no matter what the tech_nique or how it might affect what
happens in different parts of tﬁe body, “the only criteria is that 1t makes things bétter.
And if we make a person better, that is the practice of medicine.”

" Bernard expressed strong views about the -“conépiracy theories” in the public
discourse that assert that the “cancer establishment” is suppressing effectéve alternative :
treatments.

I say to some patients, I say, “I treat cancer. I trained a long time to do this. I
try very hard to do the best I can. If there was a treatment out there that really
cured this, do- you think I would avoid it?” And they say, “Oh, I-hadn’t
thought of it that way.”

And . . . a lot of complementary (medicine) is sold on the basis that
there’s really a. conspiracy here to keep them out. I think some of the
frustration with my colleagues (pause), I'll admit some of the immediate
frustrations that I have—and I try very hard never to pass on to the individual
(patient) because it’s not their problem—is that if I started using a drug like
that, I would be struck off the register immediately and potentially held
criminally negligent because it would be an untested treatment. And there are
only very special situations where you can do that. You have to get a license
for the drug from the FDA. You have to get ethics, signed consents, and this .
is for phase [ (trials) just to see what the toxicity is. "
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So there may be a frustration that my colleagues feel. There are certainly
several things out there that are still being used that have been ‘tested, like
Essiac was tested, I haven’t looked at the details of that study, but really did
not show any effect. There are things like Vitamin C and several of those .-
things, that have also been tested. So some of my colleagues (pause) our
frustration at times would be it’s almost not fair..I can’t, I’'m not allowed to
do that, or that’s inappropriate. Because the medical (profession), in our
-wisdom, try to protect the public by doing things as caut10usly and testing
them as rigorously as we can.

Bernard did not portray biomedicine as having all the answers. And he -
acknowledged that the public is aware of the uncertainties surrounding conventional
cancer treatment.

We have a situation Where, just the cancers I treat, we are far from . 100%
success. There’s a huge wanting. And when I'approach a patient, there are
lots of situations where I say, “I can’t do this,” to a greater or lesser extent. |
mean there are always things one can help with, one.can support, one can aim
treatment to palliate, but even in that our treatment is incomplete. It’s
uncertain when I start on a course of treatment, even to palliate pain from a -
metastasis to bone, it’s a very simple treatment, quite a high chance of -
reducing the pain but not entirely . . . and the public know we don’t have all

the answers. ‘

- In the course of 'talking about the kind of uncertainties he faced, Bernard told a
story that démonstrates the difficulties he perceived in trying to resolve those -
uncertainties through science. He described a very hard—working colleégue who had done
someé laboratory experiments. His friend wrote up the results of his studies and found
they acquired increased legitimacy at each step along the way. Bernard quoted his friend
as saymg, “Then I wrote it out, and it looked as though there might be something there.
Then I got my secretary to type it and it looked terrific. And then it got published and it

was God’s truth.”

Bernard went on to explicitly undermine the credibility of scientific medical

journals.




A colleague of mine, he said, “Things that appear in the orthopaedic journals
[ automatically do not believe. They are lies, until somebody really proves
otherwise.” Because the motivation to get them there and the science that
they are commonly associated with in his experience was terrible, and the
fact that they were in print meant nothing at all.

While this oncologist Was obviously sceptical about some of the science being
conduéted and reported, he also expressed strong appreciation for the strengtﬁ of the
écientiﬁc method. Bernard told another story of colleagues who thought they had
observed a pafticular phenbmenon related to the treatment of lung cancer. But when his
‘colleagues did a study to exar\hine the situation systematicélly they discovered that what
was occurring was exactly the opposite of their hypothesis. Bernard said that this
-example showéd'thaf one’é clinical experience can be m-isleading. He said that he, like

others in medicine, is not immune to having blind 'spots and that it is necessary to “go

] . v )
back to the basic science to make me honest.

The following excerpt from our conversation summarizes Bernard’s perspective
on the predicament faced by people doing biomedical research and treatment.

The system is far from perfect, but it is like anything else. Safety is a relative
- term and it is an honest attempt in any of those settings to do the best one can.

What is more recent . . . is so—called evidence—based medicine. 1 was
almost affronted when this first came out, because in oncology . . . they did
the first randomized controlled trials in the world long before they were done
in any other subject. And if you look through any of the oncology texts, the
staging of disease measures the extent of the problem, and somebody reports
their results and says that the portion of patients alive at five years with this
disease, this stage, is so many with this treatmerit. And if you want a new
treatment you get this disease, this stage and you see if you can get a better
five—year survival rate. And that’s pretty objective. Alive and dead is not a
grey area. . . . ' ,

However, there are lots of situations even in oncology where it’s clear,
that even in palliating (patients), that we have a wide range of possibilities
out there. Which means that the truth is not obvious. Nobody knows exactly

* how to do this. And things are done with the best intention of improving a
condition and it’s a situation where somebody comes to you with an illness




and you’ve got a machine, you say, “Well, I must try and treat this.” Again
with the best intention in the world, but at some point you may be just doing
the do—able. Do you put a plaster of Paris on the leg or do you radiate their
chest? It might make the same difference in terms of—this one seems to be
addressing the right problem—but there are situations where we’ve shown
now where we don’t have any impact on the quality of life or survival. And
'some of the evidence—based medicine can now look at all these things.

And it’s interesting in Britain because the NHS? is sort of omnipotent or
very ubiquitous in Britain. They’ve got a whole unit, a big unit that’s looking -
at treatments that the NHS funds. And it’s looking at the evidence and then
finding that this treatment has no effect—tomorrow it’s stopped. . . . I mean,
people feel a bit outraged that we used to do this and stopped. They realize
that you actually tie your heart to this flag when you’ve been doing it for so
long. And for somebody to tell you that thls doesnt work, you feel a bit
affronted that you’ve misled yourself. .

I mean for the longest time now since that’s come up I have to tell
myself, “This is, at the moment, what we think might be best or what I think
is best for this patient in this situation given the best I know. But I know I
could be wrong.” And you have to keep saying that, because you could be
wrong. I don’t really know this.

Hearing this oncologist speak about his experiences made me realize that health
care professionals face jus't' as much uncertainty as patients, although it takes different
forms and has different implications. I realized that 'pfactitioners have to face each day
with the same,kind of pragmatio courage that says., “This is my situation and I have to do
the best I can.” When I asked Bernard if he thought that the increasing public scepticism
around science and the move towards CAM might be a reflection of a desire to avoid all
- the complexity and the ambiguity and find a simpler solution to the problem of cancer, he
pointed out the discrepancy between the unpredictability of life and the promise of*
control hold out by the CAM Discourse.

Certainly, the (pﬁblic) aware‘ness‘is, as 1 am aware, that the complex hasn’t
given the answers. We say, “Let’s try something else,” (i.e., CAM). But at

some point when does that something else become an authority? Because
they are certainly telling you what should happen and this sort of thing. . . .

> The NHS is the National Health Service, a government body that funds and oversees public health care in
Britain.




Except there is another thing that comes along with it, and it is this idea that .
you then can take control. ‘

It is sold as that. And I suppose the problem I have is that the more I
learn, the more I’'m sure I have less and less control in my life in every
aspect. And to think that I-have control wilfu’lly over any illness flies in the
face of everything I see. And yet that s sold. And it’s very powerful for a
whole genre of society. ‘

Reflections
My conversations with oncologists artd nurses at Vancouver’s large tertiary cancer care
centre revealed the perépectives of those who are “inside” Biomedicine a‘bout the issues .
they face with the convergence of CAM and Biomedicine. It seemed to me that I saw

| features of the private face of the Biomedical Discoorse that are usually kept hidden from
public view. ) |

" The conventional practitioners I interviewed seemed very clear about what CAM

is. Like the\'patients [ met, they did not need clariﬁcation of the term. However, in
contrast to the patients who usually spoke about spemﬁc treatments and rarely referred to
“CAM?” as a whole, the conventlonal practitioners d1d seem to have a conception- of
“CAM” as a cohesive, meaningful entity. There was a shared understanding that the
CAM Discourse includes ideas about the netore of the mind—body system and about
patient—practitioner rel'ationship.s thet are different from traditional biomedical views. In
general, conventional practitioners seemed to believe that complementary approaches
such as mind-body therapies, meditation, and psychosocial support have merit, but that

. Ppatients are taking a number of substances WhOSC safety and efficacy are ip question.

The prevalence of the CAM Discourse does not seem to be motivating most of the

biomedical professionals I interviewed to reconsider their own personal or professional
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identities of their allegiances to master cultural n'lodelé. However, professionals are
creating situated meanings to explain patients’ use of CAM: Most professionals linked
patients’ use of CAM to markét forces. Not iny were th'e commercial aépects of CAM
r_nenﬁoned explicitlyg (e. g., “there’s a naturopathic store on every corner”), but words that
reinforced the connection between CAM and the market appeared throughout the
conversatibr;s (e.g..,“it’s a different marketplace out there,%’ CAM practitioners are
“peddling” hope, ahd ideas are being “sold”). The connection betwéen CAM and'
‘proponents’ ﬁnancial interesté seemed to make CAM suspect in some practitionérs’ eyes.
Practitioners Seéﬁled especially suépicious of CAM treatments that were expensive (e.g.,
these are “offered by charlatans”™).

Thé CAM Discdufse is raising some fundamental questioﬁs about the distribution
of society’s resources, (e.g., Which treatments should be covered by publi‘c insurance?
How sﬁould‘ i)ublic research fundiﬁg bé allocated?). In the current atmosphere of
governmental restraint, the movement of health care consumers (i.e., the public) toward
CAM may éventually threaten biorﬂedicine’s access to limited funds. While the
professionals I interviewed did hot explicitly report feeling any such vt.hreat,‘ they were
certainly aware of the ecoﬁomic aﬁd social clout vthat CAM is aevelo‘p)ing. They were also -
aware ‘;hat public discourses include éonspiracy'theories that éccuse “thercavncer
establishment” of making decisions aimed at méintéining its own ﬁnéncial interests (e.g.,
Moss 1989)._ Being inside this establisMent means that individual conventional health
care profesgionals do not have to “sell” their treatments the way that CAM practitioners

do. While their insider status removes conventional practitioners from direct participation

in the marketplace, it does not complétely exempt them from its influence. Discourses -




related to consumer or patient lchoice and empowermerrt are prorllpting changes in ,
conventional practitioners’ roles in relation to their patiehts. Patiéots are coming to their

‘ appointments with questions that conVorrtional 'prarctitiorrerS'cannot answer. Patients are

- sometimes more knoWledgeéble about CAM than the professionals. Further, as can be
seen in some of the comments ‘\in)the previous chapter, some patients believe they know
more than the professionals about their orvn pérticular case. N -

These chongos are requirirrg practitioners to spend more time with pétierits

reyiewing their diagnosis.and tlreir treatment options. Practitioners are be‘rng expected to
educate vthemselves about CAM thérapies and enlist the help of othor health care
resources (e.g., rhe pharmacist) when they. reach the limits‘ of their krlowledge'. While the
practitio‘ners I rnterviewod suppor‘red the increased engagement of patients in the
decision—making process, this more collaborative process puts pressure orl profossionals |
whose time is already limited. Thus, the CAM Discoorse is destabilizing profeSsionals5
activities ernd may be havrné indirect effocts on the efficiency of the cancer care system ,
as a Whole. -

* In their efforts to make sense of the apparent growth in CAM use, some of the
professionals suggested that CAM proponents are deliberotely esploiting the public’s 4
awareness of the limitations of conventiorral cancer treatments. The growth in CAM was
also linked to the appeal of its proponenrs’ promises t}rzit people can control tho oourso of
their disease, €. g.,‘ through the powers of thé mind. From.the perspective of those inside
the fortress, who have seen hundreds of people ‘go through ‘rhe cancer experierlce, this
: notion “flies in the faoe of everything (thoy). see.” The attractiveness of this promise of

control was seen as linked to society’s unrealistic expectations about avoiding illness and
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death. The contrast between CAM models about the innate healing powérs of the mind—
body system and the-models of biomedical insiders was striking. The practitioners I
spoke With seemed convinced of'thé unpredictability of cancer and each ;;erson’s
response to the disease.

~ The readiness of ﬁractitioners to admit to the limitations of biomedical cancer

treatment and research and to the préfound uncertaintiés they face as a result of what they
“do not know was surprising ‘A[o'rne. This seemgd to be a discourse practitioners were

willing to express in private, but it is not a perspective that appears in the official

Biomedical Discourse. For example,.this is not the view of state—of-the—art cancer
. treatment and research that is promoted in B.C. Cance.r Foundation fund—raising

materials.* Nor is it the view that seéms to be presented to patients. As was noted in the

previous chapter, some patients express frustration about conventional doctors’
unwillingness to admit the limits of their knowledge about c'aﬁcer. The image of
oncology praétice revealed to me in the interviews profoundly undermined the cultural
model of the infallible, all-knowing pﬂysicién.

Models that assert the infallibility and absolute Verécity of science; also were
undermined in my conversations with those who practice biomedical science. But, while
the practitioners admitted 'the weaknesses of science, they aid not seem to see _thésen as.
being sufficient to undermine the legitimacy of the fundamentql Discourse of science.

Even though practitioners were aware that some of what appears in medical journals is

* The B.C. Cancer Foundation is the fund-raising arm of the BCCA. The section of the BCCA Website for
donors is headed “A Vision Beyond Belief.” It says, “Most of us try not to think about cancer or even say
the word, behevmg that by mentally shielding ourselves it will only touch the lives of others. But statistics
tell us this just isn’t so. . . . Today our pace of learning about cancer is accelerating, taking us to higher
levels of understandmg, closer to the answers we need.” '

(http://'www becancer.be.ca/DON/Visions/default.htm; accessed July 2002)
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suspect, they still looked to science to brovide new developments in cancer .treatments
and to detérmine the legitimagy of CAM treatments. To an outsider, tﬁese statements
may seem contradictory. How can pebple continue. to have faith in an approach to
knowlédge development that, in some important respects, fails to deliver?:

From an.inéider’s perspective, science may be flawed in the Way it is carried out
by fallible human beings, but systematic, controlled investigations theoretically provide

.an antidote tb blind spots, misinterpretations of experience, and the weight of tradition—

they keep people honest. From this pérspectivé, to jettison science because of its .apparent
weaknesses woqld be té throw out the baby with the bath water. To those inside
Biomedicine, even though sqience in its ;:ufreht state éf evolution has limitations, the _
centre df the Discourse is holding. The ontology and epistemology underlyirig
c.on_ventional science are nof being. questioned. |

Thésg insidéré’ per.spectives‘ a_fe no doubt linked to all the times when these
professionals havé seen the scientific method work effectively: It may also be .linked to
the power of the Disicourse itself. Conventional pfactit_ioners are ensconcéd within a
Discourse with so much weight and stability, where there is so fnuch at stake, that to
question i'ts fundamental underpinnings would be to court dis,asfer. Even the CAM
Disc‘ourse, for the most part, tries to align itself with the Discourse of sc‘:ience. As will be
seen in latef chapters of this dissertation, CAM proponents would like to see some
changes in the way medical science is conducted, but few try to undermine its central

tenets.

This reluctance to question the essential legitimacy of science may also be

connected to one of the issues that practitioners talked about in relation to the




predicament of patients: the need for control. It seems to be a natural human impulse to
want to control the circumstances of our lives, espebially circumstancesllike cancer that
cause pain, fear, and sufferi‘ng. Some research asserts that cancer patients use CAM as a
way of regaining a sense of control over their disease (see chapter 1). Chapter 4 showed
how important it is for‘patie.,nts to be able to maihtain_ a feeling of hope in thevmidst of
their fear and uncertainty. But what about health care practitioners? How do practitioners
‘maiﬁtain a sense of control given the uncertainti_es thgy face? How do they engender
feelings of hopefuiness given the sufféring they en‘couﬁter every day?

A comment made by one of the nurses I interviewed provides some insight into .
these questidns. We had been talking"about the \overall state of cancer research and
treatment. She pointed out the successes in cancer treatment, e.g., the reduced death rates
in childhood leukemia and thev:v cures for some kinds of lymphomas. She talked al;out thé
discoveries related to the genetics of cancer. But she acknowledged that many of the .-
discdvéries.ma'de by léboratory-scientists had yet to make a difference to patierit ' ;
outcomes. Then she. said, |

We flave to re!y on the experts to tell us what the standards and guidelines are
based on what we know today. We can’t know any more than that, and we
have to say, “That’s okay, and that’s What we base our treatments on.” And
you kind of have to go with that. If you think; if you really thought about the

whole illusion, you know, you mlght as well just throw your hands up and go
home. Really.

You have to keep ch1pp1ng away at it ‘cause we learn somethmg every
day by treating those people with what we know so far. And we have to keep
hoping that (we can keep) them living long enough so that the bench .
scientists can do their wonders. And that’s what most people hope for, right?
Is to live long enough for the next cure.

So, it seems practitioners approach their encounters with cancer in much the same way

patients do. They “chip away at it.” They “do the do—able.” And, like patients, they place-
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their hopes on science. Science, after all, is essentiall& about prediction and control—the
overcoming of ignorance and uncertaint}./.

But it is important to note that practitioners keep their perspectives on the
limitations of .science to themselves. And they do not talk publicly about the sometimes
tenuous connections between science and medical pracﬁce. During one interviéw, the
professional mentioned that there were lots of gaps in f[he scientific kﬁowledge about
CAM. I pointed out that the same was true for conventional medicine. She agreed and

‘then said, laughihg, “But we don’t necessérily share that with people.” This cbmment

demonstrates that much of the “insider discourse” is also private discourse.
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Chapter Six

Complementary and Alternative Medicine: Inside the Margins'

Introduction

This chapter reports on Compleméntatry ‘and Alternative Mgdicine (CAM) practitioners’

' perspectiv,esbon séme of the same iséues, I discussed with b_iomédicﬁl practitioners:
reasons behind the p{lblic’s use of CAM; what the apparent growth in CAM use means |
for patient—practitioner relattionships; and the role of science irr»legitimizing'differént y
approaches to healing. The chapter also describes some of the V\tays in which different
CAM praétitioners view the nature of the body-mind and conceive of health and illness
vas well as illustrating how these rnodels_ vary within CAM. Data from .settings irt which I
did participant—obs.er\ration show how some of these _non—mttinstrearrl cultural mo‘déls are
being f).ronvlulgated. The chapter also includes a discussion of some of the dyrlamics that
occur at the interface between CAM and Biomedicine based on the p‘erspectives 6f some
of th¢ eleven CAM professionals I interviewed who had at one time been insideré w_ithin
the Biomedical Discourse. The experiénces and insfghts of these “hybrid” professionals
help to shed light on the central theme of the dissertation. This discusston leads into a

donsideration of integration. In particular, CAM practitioners’ visions of integration are
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presented and challenges to the implementation of integration are discussed. The chapter

closes with a series of analytic reflections.’

'~ CAM Practitioners’ Perspectives

The Use of CAM by Cancer Patients

The complementary and alternative practitioners I interviewed expressed a rénge of
perspectives on the current usage of CAM by people with cancer. One complementaryv
physician named Michael’ explained the growth of CAM by pointing out thé failings of

conventional medicine.
Many observers have commented on the lack of progress in.the treatment of
diseases like cancer in the last 60 years. Nothing very much has changed, and
this is heartbreaking for people who are touched by this disease. I think
there’s a clamour by the public now to get on with finding new and better
ways and more acceptable ways to treat the disease.

A traditional Chinese medicine (TCM) practitioner named Eric agreed that patients’

* frustration with conventional medicine causes them to turn to CAM. He noted that I‘leW
dlevelopments‘with' respect to CAM’sllegitimaéy ‘s.uch as the »creation of the College for
TCM practitioners and the establishment of the Tzu Chi Institﬁte were making it easier
for patients to decide what treatments to use.. |

What makes people come in here? The fear. Despair. Something has to be
done. Feeling rejected. Not helped. . . . In the last ten years, in the nineties,

. people, society, the public, has a sixth sense. They knew Western medicine
was not enough. Of course some people will deny that. But (the public) feels
something was strange, even cuckoo. But actually a lot of research now is
based on tofu, things that only a few people were taking ten, 15 years ago.
Now there’s a lot of research on it. So, sometimes it takes a few strange
people to push, but the public has a sixth sense.

' For a detailed description of the types of CAM professionals | interviewed and the settings within which I
did participant—observation, refer to chapter 3. :
? The names of practitioners given in this chapter are pseudonyms.




So it was more a kind of being rejected, of being totally in despair

" because they faced such a terrible diagnosis, so they come. And then it was a

jungle. You could find everything. Now it’s starting to clear up, I think. And

doing some official things, like the TCM (College). So people will go to the
more official things—the Tzu Chi.

Sophia, a counselor, observed that the extent to which CAM is marginalized by
biomedicine hae changed,_ but the overall situation for patients remains difficult.
.Ernbedded in her comments are CAM cultural models about the need for patients.to
a‘ctively partfcipate in their healiné and to respond holistically to a cancer diagnosis.

It has changed because people (in the conventional system) have actually lost
their jobs and they were ostracized, black-listed literally, if they even talked
about alternative treatments or suggested maybe v1suahzat10n But it’s
changed a lot.

So I have seen that change But I don’t see a huge change . . in our
average oncologlst or the average person with cancer. They may be much
more aware of vitamins and things like that but they’re still, at least the -
people that [ see, they are still reluctant to do anything. The doctors are still
very reluctant to recommend things and the people who have the cancer seem
to be reluctant to do anything beyond a doctor telling them to take a physical
treatment. When they become very ill, it’s different, so that hasn’t changed. .

It’s still the exceptional person, if you want to call it that, or the person
that’s highly motivated, that will seek out things. It’s not still the average
person with cancer that is looking at their whole lifestyle, their responsibility
in their health, questioning their practitioners. It still seems to me that people

~ are not aware that they need to be very well—lnformed about what they can
do.

So I would say it’s not a huge change. I would say there’s less animosity
between the so—called alternative practitioners and the orthodox medical
practitioners and there’s less persecution. But I still see it as a huge leap
before it becomes a normal practical thing to do that people have

~psychological assessments, their diet and exercise are assessed, they are told
about complementary treatments that are useful for their particular type of
cancer.

So you still have this mass confusmn still dealing with people who come
to us who really don’t know what to take and they are taking all sorts of
things and spending thousands of dollars, some of which seem to be helping
people and others, people are dying just as rapidly, in my opinion, as they
would-if they hadn’t taken these things. So there is still something missing.
And I think what is missing is an overall plan, perhaps like we have for heart

disease, where people have the option to go into a : program right away, which
. /
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looks at all aspects of their life and that is done through our Cancer Agency,,
because that is where most people w1th cancer go.

Sophia asserted that the current situation is extremely confusing for patients.

When (patients) go through regular medical channels (they) are still mainly
going to get information about chemotherapy or radiation, surgery or
hormone treatments, some immune therapy. But people are still not being
told that they need to eat well, exercise, look at the stresses in their lives and’
also anything that they can do to strengthen their bodies. We have clients that
have been told by their medical doctors that (these things) are not going to
make any difference. And then we have people who are being told by their
alternative practitioners that they should never take chemo, they should never
take radiation because it poisons their body. So here you’ve got conflict in the
views that are going on. And you’ve got (the patient) in the middle, (saying)
“What’s the use in trying because I’m being told this or I’'m terribly afraid
ever to take any medical treatment because they will kill me.”

" A second counselor, Martha, agreed that something was missing and the situation
for patients is more confusing that it needs to be.

What I see happening is that it’s either-or and there is very little

communication =~ between  the  different, you know, areas—

alternatlve/complementary and conventional. So that worries me a great deal
- because [ think that we’re missing something. .

And I think it’s about choice, and . trymg to create some kind of .

: real working together. And there’s vlots of reasons why I think that’s not
o - happening. It worries me—people’s agendas, (on) both sides, about what
| , . (patients) need, you know, what’s right for them and I think what’s missing is
how do we help (patients) find their own voice within that. Because it’s
confusing and it is very much, I think, about the providers’ agendas.

“ These comments suggest there has been a lessening of hostility at the interface ,
between Biomedicine and\CAM 1n the last ten to fifteen years. These practitioners’
ob’servations about CAM entering mainstream discourses are‘congruent with thoee of
conventional practitioners. But some CAM practitionere still see a need for patients to
have access to inforniétion and care that is less fragmented and confusing. This was ﬁof

the only problem identified by CAM practitioners. Other'importan“ﬁ issues relate to the

cost of complementary/alternative therapies. While the biomedical practitioners saw this
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problem as one of exploitation, the CAM practitioners saw the issue as b.eing
accessibility. The question of who should pay for unconventional treatments is one of the
most troublesome aspects of the growth of CAM. Mlchael the complementary phy5101an
empha51zed the issue saying:

I think we have to realize that there’s a certain segment of the population —

and I don’t know how much that represents, whether it’s 10% or 25%—who

can’t afford the sources of information, who can’t afford a television set, who

can’t subscribe to magazines or newspapers and who are on the periphery of

this new enlightened .age and not right in the midst of it. So that’s a great

concern. How do we reach the disadvantaged peoplé who are the ones least of
all that get the help they need?

Models about the Nature of the Body—Mind and about Health and Illness
Some of the CAM practitioners I interviewed espoused cultural models about the nature
of the mind and body that they saw as being different from the reductionist views held by '
biomedical'practitioheré. Eric, the TCM practitioner, described how he sees the .
difference between his discipline and Western medicine.
The Chinese medicine tries to approach. the body and the disease as an
ecological system. I mean, if you take a mountain, you can describe a
mountain in terms of ecology, the climate, the vegetation . . . if there is a
snowcap . . . and so on. And the Western medicine will be just to take a core
of the soil and to analyze the mountain that way. So both are true images of
the mountain. But one is a micro view and the other has a more macroscoplc
view of the mountain. I think we need both.
Martha said that not everyone within the CAM field uses a holistic approach and that this
contributes to the confusion in the field. She made a distinction between complementary

medicine, which for her refers to holistic approaches that can be used alongside

biomedicine, and alternative medicine, which she sees as promoting therapies and

substances that are not accepted by biomedicine but are similarly reductionistic. Martha




‘sees CAM as consisting of multiple “worlds” rather than being a unified entity. Martha
suggested that those who are trying to use a holistic model of the body-mind as a

foundation for their work still have much to learn.

I think the complementary world (tries to) say, you know mind-body—spirit. I
think in the alternative therapy world it is still very mechanistic. Some of the
naturopaths and the homeopaths and all those people, I think, are very .
physically oriented and I think it’s the same model as the convent10na1
system. So I think it’s very individual. :

Whereas in some ways, you know, in the conventional system it’s
narrow but it’s clear. There’s a sense of, you know, “I’m here to treat your

- cancer. Yes, I care about you as a person.” Some of them definitely do, some
- of them don’t particularly, but I think generally they’re clear.

I think the other worlds are confusing. I think some of the practitioners
are very much, you know, “Here’s what I think you should take to cure your -
cancer or to boost your immune system or something.” But it’s still really
oriented to the physical body.

I think there’s attempts to integrate mind and sp1r1t but I think we’re
very young, especially with the spiritual integration. I think' there’s spiritual
healers but again they’re not integrating m1nd~body So again, it’s like
everything’s separated out. «

Sofne practitioners voiced beliefs about the link between m_ental factors and
_ illn_ess that were congruent with cultural models about individual responsibility for
healing that have been éharacterized as centraﬂ to ‘th'e‘ CAM Discourse. For examplé,
Michael stated it this wéy.

We know that we’re born to heal. We have this incredibly effective,
comprehensive defense against every possible hazard, right from the moment
of conception. So if we weren’t intended to be ill, and we’re given this
protection system, then we have to help people realize that if their mind and -
body are malfunctmnmg, there is nothing wrong with the design of the
equipment, there is something wrong with the way you are using that design.
This means that people who get into illness without any clues about what’s
doing it to them are at a major disadvantage in knowing how to deal with it.
And so, all of the major health problems that confront people today are
obscured by the invisibility of the approach of that disease.

~ So if you can’t see how you’re on a collision course with stroke or heart
attack, or cancer, or arthritis, or diabetes, or whatever, if you can’t perceive
anything that suggests you’re on this collision course, why would you, how
would you make any changes? By the time you’ve got into the difficulty, by
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the time you get pain, or weakness, or a lump, or bleeding or whatever, the
disease is usually in a fairly advanced state. So it would be very difficult for
the average person, medically—trained or otherwise, to understand what has
caused the thing to happen in the first place. . ‘
This notion of being born to heal is Very 1nsp1r1ng, conﬁdence—bulldlng
" in people. And then asking, “If you are not healing, you must be continuing
to do something that is in conflict with your health, or you’re not doing
something that is instrumental in being healthy.”

Other CAM practitioners objected strongly to the notion that individuals should be held
responsjble for their state of health. For examplc, Maft_ha saw this model as essentially an
attempt to create a profective, exclusionary boundary around the person with cancer. She
related this to‘society’s fear of death and the weakeniog of social networks. -

Part of the trouble with, whether it’s the cancer culture or other cultures is,

“You caused your cancer, so it’s your job to get better.” . . . It’s a very
sensitive topic because I think our culture has really gone toward “It’s your
fault.”

And I don’t believe that. I think there’s much more mystety to illness and
healing. But it’s deeply held within our culture around cancer. You know the
whole story about TB and how before it was known to be a bacillus, all the
writings were that people were weak of character and-that it was your fault
basically, if you got TB. '

I think it is very complex and we don’t really understand the causes (of
cancer) and what triggers it in each person. I think it’s open then to’ complete
interpretation. And I think the fear of cancer then leads to, “Well you’re
different than me. I don’t have it and I don’t have it because of this. You have
it because of this.” It separates us again, right?

I often ask people, “Well, why do you think you got cancer?” And
everyone has a belief system about it. Some people say it’s just Tuck, but I
think, you know, it’s. very shaky ground. And I think our culture has really
gone off on the individual, you know, away from community. Which makes
sense from what’s happening in our society. And therefore the blame attached
and therefore the responsibility to cure yourself, and then the sense of failure.

~I'think it’s also around death. We’ve become—death is a personal failure.
The doctors feel it’s their fault, I think that’s a big part of that, too, is the
sense of [ have failed. .

- I think it’s about people separatmg from each other. You know, like it’s
that need to make you different. That keeps me safe and keeps me away from
death. Right? It keeps me, well I'm not, you know it’s not my thing, and the
professionals do that.

1
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It’s in a millisecond that that changes—the professional becomes the patient.
- And we’re all the same. I mean it could just as easily be you or I sitting there
- with cancer and I just don’t believe it’s that simple. ’
Sophia, the other counselor I interviewed, expressed similar views about the link
between the sense of responsibility that cancer patients feel and cultural models
around the disease. She proposed a new metaphor for cancer that would reflect
cultural models associated with the CAM Discourse that see life-threatening illness
as providing the impetus for change.
When [ see (cancer patients) there’s still the shame, there’s still the
embarrassment, there’s still this reluctance to tell other people, there’s still a
feeling that they’ve done something wrong. And there’s also the feeling that
it’s somehow, I don’t like to use the word “unclean”—almost akin to leprosy.
It’s a bit better, but people still have a lot of guilt around it.

If cancer was curable then I don’t think there would be so much fear
about it. But there is, I mean, there’s years-and years of mythology about the
disease itself and cancer as well. I mean, the symbol for cancer is crab, which
you know is not itself the most beautiful creature in the world. And it hangs
on, it’s persistent. There isn’t really a nice symbol for cancer. You could have
a phoenix instead— you know, the transformation.

Models about Patient—Practitioner Relationships

The patient profiles in chapter 4 give examples of new ways in which patients are

viewing their felationships with health care professionals. That patients’ expectations of
. these relationships are changing is confirmed by the observations of biomedical
1 professionals reported in chapter 5. The CAM practitioners I interviewed generally
agreed with the cultural models about patient choice and empowerment. Some believed
that, in general, practivtifoners in the CAM field exemplified this model more effectively

than conventional physicians, spending more-time with patients and being more hands—

on in their care. Some practitioners believe that this difference is patient—driven. Eric
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noted that there is a difference in the expectations of women in his TCM practice
compared to men.

Totally, yeah. (There is. a change in patients’ expectations.) Subtle change,
but change. Because men are coming. Which is more challenging. It’s
challenging to treat, for me, prostate cancer—making them take herbs every
day But they are willing to do that. They are more aware, yes.

It's a social thing, (Men have been) running for years, it’s the
identification, the role of the male and female in their society. I mean, it’s
very deep roots, you cannot change that. But it changes, slowly. (Men) still
think, “Doc, ﬁx me.” Like a car.

Some CAM practitioners pointed out the importance of the hnman connection
with patients and asserted that the quality of this relationship is crucial to the process of
healing. Some CAM practitioner.s agreed. with the patients who identified this as an area
of weaknessin conventional rnedici_ne—its “Achilles heel.” For example, Freda, a CAM :
practitioner_iyho had been working within-an 'integrated setting, said,

In the big picture a lot of what we’re suffering from in our society is a lack of
connectedness, and it’s a lack of personal connectedness and spiritual
connectedness. And my belief is that if we are able to allow our humanness to
come through in our work that will foster a connectedness at a deeper level
‘than what’s been in existence in North America. It’s a classic example of the
white coat syndrome where physicians have kept themselves so separate that
clients feel that it’s a negative experience to work with a physician. I think
sometimes the boundaries are so strict that it’s overdone. .
Part of this shift that is ‘what differentiates complementary/alternatlve
therapies and practitioners from conventional practitioners—it’s maybe a way
~of. seeing things. Or it’s not about seeing, it’s about feeling—a way of
feeling—a connectedness and a compassion and allowing oneself to feel that.

Martha reinforced this view based on her experiences counselling cancer patients.

I think the (convertional) system itself doesn’t necessarily facilitate healing
in relationships. I think relationships are really so crucial to healing . . . (T)he
relationships are where I see the- most damage happens within that system . . .

I think the people who choose that specific line of medicine (oncology) .

. I feel that the only way they know how to be with people is to close off
their heart. I don’t want to generalize ‘cause there are some very wonderful
(professionals), but when you’re talking about the hurt within the system, I
think it’s the relationships that the people who really separate themselves as

\
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the experts, you know, “I’'m the professional, you’re the patient” . . . which -
harms both parties. I can’t see it helps either. So I think we’re really in
trouble. . . . There’s so much accumulated grief in that profession that, you
know, how can we actually be with people in their fear of death and their pain
if we haven’t even gone anywhere near our own pain.

} _ The other counselor, Sophia, made the same point and suggested the situation-can be
changed.

A lot of our time is spent just getting people past how they’re told their
diagnosis—not what they’ve been told really, just how they’ve been told.
People that have optimistic oncologists are much (more) able to, deal with
their diagnosis, even if it’s a bad one. Most of the people that come here are
very, very intelligent human beings. They know.what’s going on. They know
the odds they’re in. What they’re devastated by is being dismissed. Or bemg
treated as if they -were totally stupid and that they have no choice.

That is something that we can change now. It doesn’t have to come with
the cure for this disease or even better treatment.

But Sophia acknowledged that this change would be difficult.

(Being an oncologist) is a job that requires someone with saint-like qualities.
to be able to deal every day with people who are afraid and in despair, or who
are dying. It’s a lot to ask somebody to go into that profession. They really
need to think about it before choosing it, too.

So our doctors have to be healers. It’s not just admlmstenng drugs. . .
(The qualities of a healer are) compassion, love—which I’'m sure where you
fill out the application form for medical school you would not be accepted if
you put that down. (laughs) And someone with curiosity who is committed to
learning throughout their lives. Someone who isnot in a hurry. Someone who
does not have a cell phone. (laughs) : »

You can be perhaps a good surgeon without all these qualities. You
‘would probably be a brilliant surgeon if you did have those qualities. You’re

- only a technician if you don’t. How can we heal others if we haven’t healed
ourselves?

. These practitioners articulated a model regarding patient—practitioner
relationships that not only requires patients to be more involved in their health care. It
requires a different quality of engagement by professionals than is expected in

biomedicine. Their comments recall an injunction (“Physician, first heal thysélt”) that

has been a foundation for medical practice (along with the injunction about doing no




harm) for centuries. It seems that there are aspects of the model being promoted by the
CAM Discourse that are not really new models but traditional ones that, many believe,

need to be brought out of théir rhetorical display cases and put into practice.’

Science as a Source of Légitim}ac’y

The CAM practitioners I intérviewed were sceptical about biomedical science and its’
ability to be the arbiter of CAM’s legitimacy. For example, Michael suggestéd that the
use of clinical trials to prove safety and efficacy is unethical.

Scientific medicine isn’t really that scientific. Because if you simply treat the
disease and not the patient, you’re not aware of the fact that there may be

_ extraordinary stress in the home situation or in the workplace, and that people
are trying to cope with very, very difficult circumstances.

In our experience, nobody ever asks cancer patients, from an orthodox
point of view, what they ate, or how much sleep they get, or how much
exercise they get, or whether they have a lifestyle -other than alcohol and
tobacco that’s important. »

Without that information, you really don’t have a scientific basis. So, if
you apply a comprehensive approach to the treatment of a disease like cancer,
then it’s pretty difficult to be scientific about it, because on one hand, you
want people to be doing everything that’s possible and within their capability,
to restore their health. '

So, it’s almost immoral, when people are on a downward trend, with
their illness, to withhold anything that might be helpful to them. So, to try .
and apply the scientific process or the scientific method to treatment, it would
eventually be withholding some of the things that might make a difference.

Sophia expressed frustration at tﬁe lack of a coherent body of science regarding
CAM and suggested the current methods of biomedical science may not be adeQuate to
the task of evaluating CAM.
You can .look. thingé up on the Internet now, but there are so many things.
- There’s still no, shall we say, governing body that people recognize and

trust—because people lost trust or else they wouldn’t be running around all
over the place—that can say, you know, this works, this doesn’t. And it’s

* Some of the proponents of CAM explicitly use models from the ancient Greek discourse on medicine as
the foundation for their argument about the need for a different emphasis in health care (e.g.; Weil 1995).

170



‘hard for me to believe after all these years that there isn’t some evidence, in
some area, that some things work better than others. And if there isn’t, then
someone needs to say that and we need to look at another way of doing
things.

' ‘Sophia believed that the reductionism that lies at the core of biomedical science is

the wrong way to approach the questions related to cancer and its cure.
It’s the same as isolating the individual, in the context of society and nature.
So the very way we do research, even if for instance we find a substance that
works, it may be for instance Taxol from the yew tree. Maybe instead of
reﬁmng it and reﬁmng it and refining it, maybe the whole thing, in the natural -
state .

_ If we’re treating the cancer cell, which is really what is happening, we’re
not (treating) the whole organism. And if we have ‘a human being that is
isolated . . . we (are) again treating it as a 11ttle tlny speck that has no
relatlonshlp to the rest of the world. _

(But) everything is interconnected. It’s ridiculous to think that it isn’t.
The air we breathe, the food we eat, everything. This world is very efficient.
Why would we think that by breaking it into little tiny pieces that it’s going
to cure something. I mean, we can attack the cancer cell, but if the body has
the ability to produce other cancer cells, unless we kill the body, that’s the
only way we kill the cancer. :

Eric, the TCM practitionér,‘agreed with these critiéisms of écience. He assérted
that most of the ;esearéh reported in the leading Western medical journals is “BS.” He
also said that only about 10—20% of the science'précticed in China\ is accurate. He argued
tﬁat science needs to bé done.differenﬂy and talked about some research that is.
ébmbi_ning Western and Eastern diagnostic concepts as an example of a better approach.

Most people still think science will fix me. I’'m sorry. I think it will take
mult1d15c1p11nary teams, including (those who are) open to alternative, to
make sense.

We need to run clinical research on Chmese medlclne for cancer,
whatever. We need to define new protocols of research, not those that have been
used. It’s very narrow—minded.

In China, (they take) the same diagnosis of lung cancer, whatever the stage,
and then they classify it, (into) three, four, five groups, like the Chinese pattern
differentiation. We won’t individualize the treatment for each person but at least
there is sub—categories, so at least we have something. That’s the way to go,
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you know, not to just rely on the Western diaghosis and give the same formula
for all people—you don’t respect them.

Not only did CAM practitioners undermine the tenets and practice of bi_omedical
research, they wefe suspicious of the connections between such résearch and bodiés_ with
special interests (e.g., pharmaceutical cbmpanies). Some observed that; given tﬁe way
research is funded, the field of CAM isina Cafch—22 situation. The Biomedical
Discourse criticizes CAMAapproaches for not having énqugh science to demonstrate their

- safety and efficacy. But funding for research is tied directly or indirectly to
pharmaceutical cOmpahies and ;)thers with a vested interest in prevénting some CAM
treatments from acquiring legitimacy. Freda argued ?hat research regarding CAM
approaches should not be limited- to traditional biomedical methodologies. |

I think that we have to look at what has science been in the last twenty years.

" What research has been done has been ruled by who can get research grants,
and who can get research grants is ruled by who has the money for the grants
in the first place, and does this research in any way support . . . the profit
motive. o ' :

For me if I’'m going to look at scientific research I would want to know
who’s funding this research, why are the researchers looking at this, what’s
their history of looking at this topic. So I would really have to be convinced -
that they were legitimate and there are no conflicts of interest.

I personally think there’s this whole missing piece (of) qualitative
research (although) it’s being recognized in a bigger way in the scientific-
community. That’s one other thing that I would look at, certainly for

complementary and alternative therapies because they’re so multi—factorial. I
don’t think you can use anything but qualitative research. So I would really

-want to have some set of different research methodologies being used. And
then when you ask about how much weight I would give personal experience -
versus scientific evidence, I would weight it in favour of personal experience.

CAM practitioners pointed out some of the same problems ré_lated to medical
science that Biomedical insiders did, e.g., the weaknesses of what is published in medical
- journals. But, the CAM practitioners went further. Like some of the researchers whose

methodological concerns were cited in chapter 1, CAM practitioners asserted that
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conventional medical s;cience asitis practice_d now is not éapable of evaluating CAM.
The ontology and epistemology of conventional science are not commensurate with

- CAM models. But CAM pfactitioners aré acutely aware that science holds the key to
vt_heir legitimacy. So, like the biomedical practif[ioners, they look to sciencé to provide
answers. But unlike, .the biomedical practitioners, the CAM practitioners want the rules
of the scientific game to be chan.ged; From their perspective, it is not just that more
scieﬁce needs to be done, but different kinds of science need to be done. In addition,

other forms of knowing need to be granted legitimacy.

Cultural Models that Legitimize and Undermine

My fieldwork provided an opportunity to paftiéipate in and observe settings where
procésses of legitimation and delegitimatioﬁ were being enacted. This section of the
dissertation presents descriptibns of.three public settings whére I did participant— |
observation. I went to the public events described here because of what I was hearing
from cancer patients. The ﬁrét setting was a lecture given by Deeﬁak Chopra. Several of
the patients | intervieWed said that they had read Cthra’s books and were impressed by
the ideas he expfesse/d about the mind and the nature of healing. In éttending Chopra’s :
lecture I>hoped to gain an understanding of his appeal and his message.

The second set of field notes presented here describe; a lecture and workshop
given by Marion Woodman. I attended these events because I knew that Woodman Was a

Canadian who had sorhething of a following in the local éommunity and that she had

* recently published a book about her recovery from uterine cancer (Woodman 2000). I

. also knew from having read some of her books that Woodman was a strong proponent of




some of the models in the CAM Discourse about the healing po_werS of the mind or the
psyche that [-had heard i)atienfs express (e.g., in chapter 4, botl.l.Angela and Marcia :
" express models about the mind and healing Athat' are rsimilar to those preeented by
Woodman). As Was the case with the'Chopra leeture, I hoped that participating in the
Woodman events would help me understand the abpeal and perspective of a leading.
proponent ’of some of the cultural models patients were drawihg on in their explanations
of their treatment decisions.

The fhird event was a public consultation on the reguletion of natural health
products (NHPs). Some of the patients I interviewed rreporfed concerns :about access to
~ alternative cancer treatments such as Iscadere (an extract of mi‘s'tletoe that is difficult to -

| get in Canada), about the purity.ef products such as traditional Chinese herbs; and about -

~ the excessive cost of products sueh as shark cartilage; I attended the consultatioﬁ on .
NHPs in order to find out more about how the governmeﬁt was intending to address
concerns sucﬁ as these and whether treatments for canc’er were of partieular concern for
members of the publie.

The following excerpts from my.ﬁeld notes illustrate how cultural models that
supp(')’rt the use of CAM as well as those that undermine Biomedicine are being expressed ;
and promoted. The publie articulation and reinfofcement of fhese mo.dels‘ 1s a crucial

. aspect of the legitimation of CAM.

The Nature of the Body—Mind: Deepak Chopra
In the spring of 2001 I attended an evening event featuring Deepak Chopfa. Chopra isa

‘former Boston endocrinologist, now based in California, who espouses a philosophy of
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healing rooted in Ayurveda, an ancient Indian S}‘/st_em of philosephy and medicine.

Chepra has written more than twent'y beoks that have been translated into thirty—five

_ languages (Chopra 2000). More than; 10 million copies of these books have been soid '

l (Beers 2001). In 1999 TIME magazine selected Chepra as one of the Top 160 Icons aed_

} Heroes of the Century and called him “the poet—prophet of alternative medicine” (Chopfa
2060). On’Saturday, April 21,2001 Chopra lectured to a crowd of four to five thou'sand
people at GM Place stadium in Vancouver.* The fellowing ‘ris an excerpt from the notes I
made during and after this event. |

The audience is large but not a full house. The crowd is mostly white but with
some Indo—Canadians and a few East Asians. They are of all ages, all classes,
all sizes and shapes. I am surprised by the audience. But then I am surprised
that Deepak Chopra would. “perform” at GM Place. What will he do? What
has brought all these people out on a Saturday night? This is a venue usually
reserved for sporting events and rock concerts. I can’t figure out what most of
these people are doing here: sixty—ish women with managed silver—grey
hairdos dressed in silk dresses festooned with gold costume jewellery. Young
edgy twenty—somethings with black t—shirts and clear skin. Aging boomers
and their parents. Lots of them look like they drove in from the suburbs. They
seem pretty conventional and working or middle class.

We have paid from $50 to $125 per ticket to be here. I paid the least
amount and had my ticket upgraded at the door, as did everyone else from my
section. Obviously the response was not as large as expected. Chairs have
been set up on the stadium floor, close to a T-shaped podium. These are the
most expensive seats, closest to the “star” of the show. The club section
(where the corporate types watch hockey) is mostly dark. The highest tier
(where I was supposed to sit) is dark and unoccupied.

Before the show, three young blonde women wearing lots of jewellery
who are seated on my right are regaling each other with stories of “New Age™
treatments they have received. (“Ooh when she worked on my third chakra
the energy just went . . .”). :

Chopra is given the usual glowing introduction by a young male Indo—
Canadian news anchor from a local TV station. Chopra comes on stage and
takes up a position at the base of the T. He stays there most of the evening,
occasionally shifting position, turning from side to side, walking up and’
down the length of the T. Not so much that it’s irritating, but enough to keep
us interested. He stands against a deep blue backdrop that has stars twmkhng
here and there

* Chopra makes about $25,000 for each lecture he gives (Goldstein 1999).




Early on, Deepak asks how many in the audience have never been to a
live talk by him before. Most in the audience raise their hands.

Chopra seems very much in his body. Very relaxed. Very integrated. He
- wears an impeccably tailored black suit with Indian style tunic jacket with

stand-up collar. He seems fit. He is on the declining side of gorgeous. He
uses no notes. Towards the end of his lecture he uses overheads that are
“handwritten. I wonder if this is a-lack of planning or intended to convey a
down-home, low—tech, “just an ordinary guy” kind of impression. Except
when the overheads are being projected, his image is displayed on two
screens on either side of the stage. So we get him as he is, full-body and
distant at centre stage, and also as we would see him if he were on TV, head
~ and shoulders, close-up, bags under his eyes, thick, dark hair and all.

Chopra talks from 7:30 to 9:00, then takes. a break. There’s an
intermission until 9:30 during which Deepak signs books for the faithful who
have lined up on the stadium floor. Not everyone gets their books signed. At
the intermission, two middle aged couples seated near me debate whether to
stay or go. “Well, I haven’t heard anything new,” says one woman. The other
three agree. But they do return. When the intermission ends at 9:30 Chopra
‘resumes his position on the stage and continues talking.

The event is not a show but a lecture. Chopra covers the €ssential points _
from his many books. My guess is that this lecture draws on the content from

his latest book, How to Know God, which Chopra promotes gently but
unmistakably. He uses quotes from poems and stories of amazing

synchronicities to reinforce his points. At the end he gives advice about how

to manifest good things in your life: health, happiness, financial abundance—
he gives seven affirmations to say before your meditations, e.g., around the
power of intention, the balancing of masculine and feminine energies, the
power of love. These are all very generic and abstract.

His talk is basically a representation of the perennial philosophy (which
he refers to as philosophies—plural).. He uses the word “quantum” a lot.
Chopra talks about acausal knowledge, about events that are not tied to cause
and effect relationships, but to-karmic relationships. He talks about non—local
phenomena. ' ,

He says that, “yes'terday’s miracles are today’s- science.” He invokes
_science and scientists a lot (e.g., “my friend, Dr. X who is a physicist at Y
University  says . .~ ) He asserts that  science is
confirming/validating/(legitimating?) the truths that have been contained in

.the Eastern traditions for centuries. He uses software/hardware analogies to

explain his points. He also makes paradoxical claims, in the manner of a Zen
~ teacher, although he doesn’t strike me as very Zen-like. For example, after
listing and talking about the various parts  in the hierarchy of material
substance, from sub-atomic particles to organisms to the cosmos, he states
that they are all nothing. , -

I can’t understand what has drawn so many people here. And so many
unlikely looking people. They are not the people I see at Banyen Books. Or at
meditation retreats. Or at workshops I’ve attended that have a spiritual
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flavour. The only clue comes when Chopra is telling a story about
synchronicities and mentions finding himself in a limo with the guy who
wrote The Celestine Prophecies (James Redﬁeld) When he mentions the
name and the book, a wave of recognition (ahhh!!!!) runs through the
audience. It is the biggest audience response he gets all night. (The sceptic in
me says, “Aha. So that’s it, these are the people who are into spirituality
lite—Let me visualize for ten minutes occasionally and get all my prayers
answered. Let me “manifest abundance” and realize all my materialistic,
~egocentric, and narcissistic desires.)

After 10:00, people start leaving, two or three here and there. At the end
Chopra gets an acceptable round of applause, but nothing very rousing. He is -
presented with a “peace flame” which seems to be contained in some kind of
silver metallic cylinder, in recognition of his work. The TV anchorman

_ encourages us to give Chopra a warm thank you, which the audience does
with some cheers, but it is not prolonged:

Around the time of this event, several stories about Chopra appeared in the local print
media. One story in the Vancouver Sun entitled “Deepak Chopra’s enduring appeal”

mentions that, _
Alot of . . . credentialed scientists take . . . runs at Chopra’s “factual errors”
and “absurd ideas.” All of them are wastmg their time, because their angle of
attack clearly misses the appeal of Chopra in today’s society. What pulls
people to Chopra is a yearning to pull free of scientific rationality, or, more
accurately, to escape the unenchanted world that two centuries of The Age of
Reason has bequeathed us (Beers 2001).

Another Vancouver Sun story headlined “Chdpra’s talk leaves fans inspired” summarizes-
the main points of Chopra’s lecture includihg representations related to the body—mind
and healing.

(Chopra) became disenchanted with his medical practice when he realized
physicians only studied sickness and knew nothing about real healing, -
because they didn’t take into account the human soul. :

‘The human body is 99.99 percent empty space. The tradltlonal scientific
view that the universe is made up of hard bits of matter is wrong.
Consciousness is the root of life. “We spring forth out of nothingness;
‘nothingness is the womb of life” (Todd 2001)

* The Celestine Prophecies was an apparently autobiographic account of a spiritual journey that was a run—
away best seller in North America for several years. ‘
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This story céhtinueé with reports of reactions from members of the audiencé. Rex
Weyler, the then;publisher of Shared Vision, one of the large alternative magazihes in
Vancouver is quoted and then the Sun writer goes on to say, “Given that’ humans can
make themselves sick with their own thoﬁghts, Weyler didn’t see any re‘asonv hot to
- believe Chopra’s claim that adherents could learn how to live to age 120~ (Todd 2001).
This event and the media coverage surrounding it reached thousands of local
people who were thus exposed to CAM models about the nature of the body-mind and
“about health and illness that stand ih direct opposition to analogous models in the |

-~

Biomedical Discourse.

The Self and Hedling:. Marion Woodman

Another speaker whose name is well-known among those with an affiliation with CAM
appeared in Vancouver around the same time as Deepak Chopra. She dre§v .a smaller but . E
seemingly more commiltted éudie_nce. Marion Wéodman is a Canadian who has wriftgn

- nine books about various aspects of emotionél and spiritual healing. She practi‘eed asa
Jungian anélyst for many years in Toront.o én_d has trévelled widely in Canada and the

| U.S. giving iéétures and workshéps. Woodman gave an evening lecture in March 2001 to

a crowd of about 1,000 people and followed this th¢ next day with a day-long wdrkshop

attended by a smaller group.

It is a March evening, cold and rainy. I step inside the sanctuary and look
around for a good seat. This large, Christian church downtown is already
almost full. I slide into a pew on the side, near the back. It is as close to the
podium as I can get. The audience is mainly women over 40. Some people
are in quiet conversation with their neighbours. Others are roaming through
the crowd exuberantly greeting familiar faces. I pull out my little notebook
and begin writing.




Shortly after 7:30, the crowd, now a mere—thanffull ‘house, stills. After
the introductions, Marion Woodman takes her position behind the podium.
She -is small and slim, with grey hair. In her early seventies. Dressed
elegantly. Although she is small, she has a clear, strong voice that commands
attention.

Marion beglns her lecture with the story of her cancer diagnosis. “The
word cancer goes through you like a knife, when it’s you,” she says. She goes
on to say that medical doctors are interested in curing, but she sees healing as -
different. She says illness is a call to wholeness. If you are cured and not
healed, the symptoms will come again. She advises us to watch our dreams
and pay attention to our symptoms so that the voice of the soul can come
through the body.

She asks rhetorically, “What is the meaning of cancer in our society?
This is an obvious question. So many of our diseases are auto—immune
breakdowns. Why would your own body refuse to play host to your soul?
Why would the body turn against itself?”

Woodman answers these questions. She cites environmental pollution.
She says that a death wish is often found in the unconscious. She asserts there
is often a disconnection between the life force or the spirit and the body. She
-says, “The world you’re thrown into when you have a life-threatening
diagnosis is spaceless and timeless.” She talks about her search for meaning,
not in the-sense of, “Why me?” but a search for the purpose of the factors
behind her illness. She refers to her cancer as a call to a new maturity. She
says, “The new medicine is about the energy body, the subtle body. It is
about the development of new sensitivities. Part of the cause of an illness is
that you have repressed energy that wants to go in a new direction.”

Woodman talks about her achievement of a new balance between the
feminine and the masculine. She says these opposites are paradoxes not
contradictions. She describes how she had to develop a new sense of the
masculine in her interactions with her doctors because she had to figure out
what symptoms to pursue and which ones to ignore. She had to unleash new
passion, new desire for life She says, “If you believe you are going to die,
the cells get the message.”

Marion closes her talk with the story that ends her book. After eighteen
months of conventional and alternative treatments, and much self-analysis,
she was alive but barely. She went to a friend’s birthday party, hardly able to
- walk from the car to the house. As she and her husband were about to leave, a
brass band arrived and began playing polkas, waltzes, fox trots. As a former
dancer, something in Marion could not resist. Gradually her body résponded
to the music until finally she rose up and began dancing. She describes it as
being possessed by the archetype of the Gypsy—a 24 year old, vibrant
woman, possessed by life. She says, “If I had left five minutes earlier, I
would not be alive today.”

Marion gets a standlng ovation, not a dry eye in the house.

The next morning I attend a day-long “workshop” with Marlon The
other 100 to 150 people here and 1 have each paid $125 to attend. Agam,




most of the audience is female, mostly over 40. Marion spends the morning
lecturing, expanding on the messages she gave last night. She says that the
new medical sciences such as psychoneuroimmunology, have moved into a
new consciousness, a consciousness of energy—energy bodies and energy
medicine. She says that in ‘concretizing we kill the imagination, that our
society’s loss of symbolic, metaphorical thinking has repressed the shadow
and prompted people to become monsters. She asserts that metaphor
accomplishes transformation at the soul or spirit level and neurotransmitters
accomplish transformation at the physical level. She says that
neurotransmitters and metaphors are the bridges between mind/spirit. and
‘body. She advises us to follow the metaphors, to ﬁnd ways to make blocked
energy available to consciousness.

At the break I notice a bald woman who looks familiar. When I hear her
speak, I realize it is Angela one of the cancer patients I have interviewed. I
am saddened to see that she must be under treatment again. I approach her,
_smiling. When she recognizes me, she beams at me, eyes sparkling. “Margo!”
she exclaims and opens her arms to embrace me. We talk a few minutes. She
tells me of her current course of treatment, but spends most of the time
enthusing about Marion’s talks last night and today. When we part, Angela
thanks me for acknowledging her. I wonder if her experience has been that
some people avoid her. The sign of her vulnerability is perhaps too obvious

for comfort. :
' After lunch, Marion continues her lecture. She focuses on the. concept of
the archetype and its role in healing. She says an archetype is an energy field
we are born with, similar to a morphogenetic field. “What the DNA.is to the
body, the archetype is to the psyche.” She says an archetype is the magnetic
field in the unconscious onto which we put images. “Without archetypal life

there is no passion and no healing. You need that energy to push through the
ego. You need an ego strong enough to relate to the archetype Wlthout

identifying with it.”

Near the end of the day, the audience finally gets to engage in some

“workshop” activity. We break up into groups of three. We do the kind of

experiential exercises common to this kind of gathering. A guided meditation

while we lie down, eyes closed, to get us centred and relaxed. An exercise to
spark our imagination and get us grounded in our bodies. We are each given a
role to play, an animal to be, and encouraged to dance with a partner. To

“express that animal’s personality. To comimunicate with the other. Then we
share our experiences with our partner and the third person in the triad, the
observer. I play my part in these exercises..1 am seasoned enough to know
how to participate genuinely in the forced intimacy that these settings
encourage without revealing anything I will later regret.

There are people in the audience who are Woodman followers. They
have read all her books, been to all her local lectures, workshops, and
retreats. Some have traveled some distance to be here. I understand her
appeal. But I am not deeply affected by her or her teachings. She is not my
type. Not my archetype?
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The Chopra and Woodman events show how public figures who could be
described as CAM lévaders. promote cult‘ural models about thei body—-mind an.d about the
nature of health and illness that are not congruent with biomedical views. The patient
profiles in‘ chapter 4 show that some cancer patients are adopting these kinds of niodéls

(e.g., Marcia’s éttempt to find the message in her breast lump and her belief that she had
’to. address her willingness to die; Angela’s queStioning of whether cancer isa “réal”
disease). The third public event I will describe illustrates that some members of the
public have adépted cultural models that explicitiy ﬁndefmine the legitimacy of
biomedi(;al science and government’s role in relation to non-biomedical approaches to '

healing.

Science and the Legitimacy of CAM:
Health Canada’s Consultation on Natural Health Products

In August 2000, Health Canada (the federal government ministry responsible for
-regulating fodd\products and drugs) held a‘éer.ics of public consultations as part of ;[ﬁe

| process of preparing new policies to govern the regulation of NatL;ral Health Products
(NHPs), products that are ﬁeither ‘food nor pharmaceutical pfoducts.(e. g., neutraceuticals,

' | vitamin supplements, and herbal remedies). I attended an evening session in dOWﬁtown

Vancouver that was open to the public.

I sign in at the registration desk and get a packet of information, including a
lengthy workbook designed to serve as the basis for the consultation session.
I go into the meeting room. The room is long and narrow. There are about
twenty large, round tables arranged in front of a podium on which sits the
standard skirted conference speakers’ table with microphones and pitchers of
water. A projector displays the title of the meeting on the wall behind the
podium. : '




About ten minutes after the advertised start time, two athletic—looking
thirty—ish men in suits and two women, one slender and dark—haired, the
other blonde and dumpy, take their places on the podium: The tall, blonde
man picks up portable microphones and steps down into the room from the
podium. The other man steps up to the podium. The introductions begin. The

dark—haired man is an official in the recently—created Office of Natural -

Health Products. He is a naturopathic doctor. The other man is a consultant.

‘His role is to facilitate the session. The blonde woman’s area of expertlse is.

pohcy and regulatory affairs. The slender woman is from legal services.

The consultant goes over the agenda and lays out the structure for the
evening’s session. There will be presentations, a question and answer period,
small group discussions at our individual~tables (the consultant calls this
“table work” in the best bureaucratic tradition) followed by a plenary to
summarize the input received. The consultant points out that this will not be a
town- hall kind of meeting. If people have briefs they will be accepted and
included in the consultation, but they are not to be presented.

I can see that the evening has been structured to contain and constrain the
participants. To get input, yes, but only within ceftain limits. The message to
us citizens is clear: no grand—standing, no soap—boxing, be nice. All this is

~ peppered with reminders that it is really important for them to hear what we
have to say and the assertion that they want the Office of NHP’s work to be
transparent. I wonder how many others in the audience feel as I do that it is
the attempt to manipulate and control the meeting that is transparent.

There are about.two hundred people here, eight to ten at each table.

About 70% are over 50 years-of age. About 60% are women. About 75 to

80% are white, the other predominant obvious ethnic group is Chinese.
Almost all of the Chinese people in attendance are men. It is a full house.

The Health Canada official goes over the Office’s mission statement:
“To ensure that Canadians have ready access to natural health products that
are safe, effective and of high quality, while respecting freedom of choice and
philosophical and cultural diversity.” He acknowledges that some people who
use NHPs have different medical paradigms, that not all people use the same
thought processes. He asserts that Health Canada is trymg to 1ncorporate all
perspectives.

The official goes on to give an overview of what is included in the
proposed regulatory framework: product labeling, product licensing, site
licensing, good manufacturing processes, and adverse event reporting. He
reiterates the concern for safety, quality and effectiveness. He summarizes the
history that led to tonight’s session. He goes over the definition of NHP that
is being used and points out that they are mainly concerned with off-the—
shelf.products, the things people can buy in health food stores and drug
stores. They are not concerned with individualized formulations that
practitioners such as TCM - practitioners prescribe and provide for -their

‘patients. The Health Canada official says, “We are not wanting to interfere .

with the practice of medicine.”.
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Then the consultant opens the floor for the quéstion period. ‘At least he

partially opens it. He instructs us to confine ourselves to questions that aim to
get clarification of the presented material only. It is about 7:00. The questlon
period is scheduled to go for 30 minutes.

As soon as the official passes the baton to the consultant to introduce the -

question period, a small, elderly man at the table in front of me begins raising
his right arm every few seconds, trying to get the consultant’s attention. As
he raises his arm, his hand twitches, closing into a fist, then opening, the hand

moving faster and faster as the man gets more and more agitated, waiting for -

the consultant to stop talking. The consultant passes the mike to the elderly
man and he stands up.

The man is short, bald, with square, metal—framed glasses on a round,;
~wrinkled face. He is wearing khaki cotton pants and a ski sweater. The man
grabs the mike and faces the audience. He speaks with a thick, Eastern
European accent and I find it difficult to understand his words. He is
obviously angry. I manage to make out that he has been a physician since the
fifties and ended his career as a clinical instructor at UBC. He picks up the
workbook and waves it around. “This is a pack of lies,” he says and slams it
on the table in front of him. His mouth twitches as he rants, talking about the
use of herbal remedies in the 1600s, and the evolution of the use of digitalis
from the early use of foxglove. He goes on and on, but it is not clear what his
point of view is and he does not ask a question. I watch the Health Canada
reps  on the podium, wondering what they will do. They sit impassively,
nothing registering on their faces. , .

After several minutes, as the audience is getting restless, the consultant
tries to intervene. He walks toward the man. “Sir, do you have a question for
the panel?” The man continues talking, seemingly oblivious to the consultant.
The young, dark—haired woman on the panel seems to know what the man is
getting at and she tries to interject. She says a few words; the man talks her
down; she says a few more words; the man continues, his voice getting
louder. Individuals in the crowd begin to mutter and make dismissive
comments. The consultant continues to try to get the man to ask a question or
stop talking.
.. A fifty—-ish man at my table leans menacmgly across the table at the
vspeaker and shouts, “Okay, you’ve had your fifteen minutes of fame, now sit

down and shut up.” Others in the audience verbally support this intervention.

The consultant finally manages to wrest the microphone away from the
doctor and he reluctantly sits down, although he continues talking. His right

hand is working fast, the fist opening and closing, his wrist now twitching

too. The consultant quickly passes the mike to someone else and a question
gets asked. Gradually both the doctor and the room subside.

 Questions are asked and answered and some audience members take the
opportunity to make editorial comments, even though this has been
discouraged. One middle-aged man with grey, thinning hair dressed in a
white open—necked shirt and tan cotton pants gets up and. prefaces his
comments by saying, “It is no small secret that people do not trust the
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government.” He gets a supportive round of applause. The man goes on to
say that these regulations will be exposing people’s secret formulas for
remedies that have been proven safe and effective for years. He believes there
should be some way to protect people S work from being taken over by other
manufacturers.

Someone else asks a question about research. The official responds by
saying that the Office.of NHP has a budget of $1 million for research. Several
people snort derisively. The official says that they are hoping to get
additional research money from the newly—created Canadian Institutes for
Health Research. (“Yes,” I think, “You and every other health researcher in
the country.”) The official goes on to say that Health Canada will expect that
the research data to support any claims regarding benefits will be appropriate
to the risk associated with the product. It will not necessarily be the case that
the claims regarding every product will need to be validated through RCTs.

An older woman with short, straight grey hair, dressed in a blue and
white striped summer dress with a white cardigan buttoned down the front
gets the portable mike. She leans forward across the table in front of her,
fixing the panel in her gaze. Her voice is loud, aggressive. She says, “This
process is simply window dressing. We are not being allowed to address the
real, important questions here. The use of natural products has been going on
for years and it has not been the experts, the professionals, or the
pharmaceutical industry that has been involved. Now I as the citizen have no
choice but to be under the control of experts I do not trust. If there is an
inherent history of safety behind a product why should the government be
involved?”

The woman pauses briefly to take a breath and then goes on. “For the last
twenty years the pharmaceutical industry has had to grudgingly agree that
these thlngs work. These regulations that you are proposing are the things

" that Codex® would like to see and the pharmaceuticals would like to see. But
we as citizens will not stand for being subject to global regulations.” The
audience erupts in resounding applause. The woman finishes by saying, “This
definition of natural health products is so broad that anything that is vaguely
healthy can be brought into it and then controlled.” She passes the mike back
to the consultant, leans back in her chair, and folds her arms across her chest.

Attention shifts to a man across the room who is given a mike and then
stands up. He identifies himself as someone who was involved in health
policy formulation during Brian Mulroney’s tenure in the eighties. He asks
what kind of scientific standards Health Canada will be basing decisions on.
He refers to the removal of amino acids from the market during the eighties
and the banning of comfrey root because a study showed it had toxic effects
on rats. He says, “Health Canada has been using bad science to justify the
removal of substances that have been proven effectlve in use with humans for

. years. ThlS is what I call pornographic science.” The audience claps.

¢ Codex is an organization created in 1963 by the Food and Agriculture Organization of the United Nations -
and the World Health Organization to develop international food-standards and guidelines.
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Behind me, a slight Chinese gentleman in a suit rises. He says he has
been asked to raise some questions by his colleagues at the table, all
practitioners of TCM. He follows the rules of the game, asking for
clarification of the scope of the regulations, confirming that individualized
formulations will not be regulated. He asks whether the traditional Chinese
pharmacopeia has been officially recognized by Health Canada and if not,
why not. He is polite, respectful, dignified. His approach is markedly
different from the confrontational attitude of most of the other speakers..

_ - The only explicit appreciation for Health Canada’s efforts comes from a
tall, skinny, thirty—ish white man who prefaces a question by congratulating
the official on doing a difficult task well. He laughs nervously as he says this.
He does not get any supportive applause from other quarters.

This description of the public consultation shows that some members of the '
public are suspicious about the influence of vested interests in health care and sceptical
about the links between science, government and big business. Science is not necessarily
seen as the best way to legitimize natural health products nor is the government
necessarily seen as having the best interests of the public at-heart, Although no one raised
concerns about particular cancer treatments at this event, the criticisms of science and the
calls for a more open marketplace where more control is given to private citizens were
similar to some of the views expressed by patients I interviewed (e.g., Jack’s belief that
he needed to take control of his treatment).

These excerpts from my field notes provide a glimpse into settings where the
issues central to my research are being contested. They show that cultural models
associated with CAM are being promoted by leaders of the “CAM movement” who
articulate alternative models about the body and health and encourage people to

incorporate these models into their response to diseases such as cancer. They also show

that the authority of science and the role of government in health care are coming under

~ fire in the public realm.




The next section of this chapter presenfs some of the private thoughts expressed

during my interviews with “hybrid” professionals. These interview excerpts providé

insight into another aspect of the contestation of medical legitimacy: the process whereby

people shift their allegiance away from the Biomedical Discourse and become more

aligned with alternative discourses. _ o

Hybrid Professionals: Bridging Worlds

One of the CAM practitioners I interviewed, Michael, was a conventionally trained
~ physician who hegan ueing -unconventiohal treatments for cancer after his patients

- Introduced him-to such the;apies. He described a gradual process of change in his
attitudes and practices as a result of his Wil_lingness to consider patients and his own
empirical observations as legitimate sources of knowledge. -

In a relatively short period of time the so—called industrialized countries have
gone through an incredible transition of belief systems and therapeutic
approaches. So I guess more and more people from the pubhc are asking,
“What else is out there besides the conventional?” And in my experience
most of the changes that occurred in my approach to therapy was the result of
patient—driven inquiry. You know, where people come and confront me with
facts and figures and information and make a successful plea to have a
chance to at least try something. And most of the people are the ones who
~ have used up the conventional options and they haven't worked and now
they re in search of other solutions. . :
The main factor here is whether or not. a’ phy51c1an is open to
" consideration of new ideas because if you get the reputation of being
-approachable and willing to consider change then, of course, word gets
“around and people come in increased numbers. .
If you’re really busy in a medical practice you have to set very deﬁmte
limits for how much time you're going to devote to new ideas and I think that
- the tendency is for doctors who are particularly orthodox to go to orthodox

conferences (and) read orthodox books. Many doctors feel a sense of pride in -

what theitr profession has accomplished in the last hundred years and feel that
the profession is at the forefront of progress and do not question it because
they see their colleagues accepting this category of information and they feel
comfortable Wlth it. But there's also an overwhelmlng concern in some
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doctors who feel they want to explore (new ideas) but they will be in conflict
with the College of Physicians and Surgeons. . . .
‘ _ I think looking back I would consider that I’ve got most of my post—
| ‘ graduate “education from patients, but there again, there has to be a
| willingness to listen and to.learn and to acknowledge people who have
- brought in new and exciting ideas. . .
There’s a distinct advantage in havmg had the experience of watching
incurable cases get well. Once you see that happen, it alters the way you look
at things. It changes your perspective.

Martha, a counsellor who spent more than ten years in the conventional medical’
system as a nurse, described the process of changing her position with fespect to
Biomedicine. She, too, emphasizes the importance of being open to new experience.

The conventional system, you know, as well as helping people with cancer
also hurts people. And so my role in that system became difficult for me
because a lot of the work that I was doing was helping people to heal from
the experience of the system itself and so then I had to make a choice .

My debate for myself at that time was: in the system—out of the system :
And someone helped me with this when they described the bridge being an
actual place, a position . . . and it just really clicked for me. So I feel that I'm
on the bridge, because of my experience in the conventional system and my

‘ On—going relationships with the health care providers . . . Ido feel the bridge
is a position. So what I feel I’'m doing is I’'m trying to be on the brldge
* Because | know that all of it has value.

“It’s hard to pinpoint (the origins of my philosophical base) ‘cause it’s
evolved over 20 years and I think it’s evolved. from an intense curiosity in,
you know, life and death and, you know, meaning—what really is this all

“about? So I think that comes from my background and my family and all that,
you know, it’s so intertwined. But I think it’s developed, you know, from a )
scientific training, and then sort of an opening to what else is possible.

Another health care proféssionél [ interviewed provided a striking example of the
difficult p.rocess that sbme professionals go through as they change their p(;sition with
respect to the different worlds of Biomedicine and CAM.: This man, Andrew, is a retired
surgeon who now teaches meditation to cancer patients. During one interview, Andfew
was describiné some of the bersonal challénges he had faced as a surgeon. I asked for his

perspective on the speculation that I had heard from patients and CAM practitioners
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about the stance of objectivity taken by conventional practitioners being a shield against
the practitioner’s own fear. He agreed with this idea.
That’s right. That’s correct. Your own fear, your own hopelessness; your own

inability to deal with it. . . I was very insensitive when I was working to such
matters. And the reason was, I was so worried, exhausted, tired, and in a

. hurry and didn't know how to deal with, and didn't fee/ it. I didn’t feel it, that

. was the thing. - - :
Because I was so concerned with the technicalities. . . . There was
tremendous technical worry. . . . There was anxiety of somebody's health and
life, you know. I took that very seriously and so it was, the concern was
technical. . . . There was no time for heart—opening or that kind of stuff. . . .
The concern about technicalities was so overwhelming there was no way
you were going to worry about being tender. But, you know, one did have a
natural care and tenderness, but perhaps it wasn't as much as the patient
would have liked. And it often looked as though there wasn't any and that -
was because your concern overwhelmed you. . . . You have to leave the
nurses and the relations and interns or someone to do the open—heart stuff.

In the course of our two interviews, Andrew talked about the experiencés that had
changed his view of the nature of the connectioﬁ i:>etween the body and the mind and
transformed his‘ relationships with people. He participated in a residential .r‘et'reat that
used non—mainstream psychotherapeufic techniQues. Subsequently he began practicing

meditation. In these contexts, Andrew had new experiences such as the experience of

physical pain dissolving once its association with a particular emotion or past experience

- had been recognized. Andrew came to believe that emotions like anger and grief are fleld

in the body and can manifest as peiin or disease.’ But he was reluctant to share these new
understandings with his biomedical colleagues.®

(This new understanding) was surprising. 1 had never dreamt . . . certainly
“had no experience of such matters. And if anyone had spoken to me about it,

7 There are a number of CAM and psychotherapeutic discourses that include this model. For example, see
the description of Marion Woodman’s views earlier in this chapter.

¥ “Andrew” reviewed this chapter and gave permission for his comments to be included even though he had
previously been careful to keep these experiences from his colleagues. He now feels that, “It is more
important to be authentic than to keep secrets.”

1
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I would have been qﬁite impatient with them. . . I wouldn’t have believed. I
s wouldn’t have taken it seriously. .
(But) ever since that experlence [ have been totally and utterly convinced
. Before the experiences, science was the root of my conviction . . .
Everything was through my head, I didn’t have any feelings. .
I keep (the shift in perspective) secret, actually. I don t tell my
~colleagues. (Laughs) . . . Because I remember what 1 was like. They would
just ridicule me. Some of them wouldn’t. But you have to have time to
explain. And they won’t give you the time.
This interview excerpt shows the critical role played by direct experience in the
creation of new situated meanings and the adoption of cultural models that conflict
with pre—existing beliefs. It also shows how the hegemonic Biomedical Discourse
suppresses competing cultural models and Discourses.
" As noted in chépter 1, some “hybrid” professionals who have come to value bdth
Biomedicine and CAM are advocating that the best of these worlds be integrated. The

next section of this chapter discusses some of the issues related to integration raised by

the CAM and hybrid practitioners I interviewed.

Integration
The topic of “integration” or ‘fintegrative medicine” or “integrative health care” is
becoming prevaleﬁt in debates about CAM. But Wﬁat does “integration” mean exactly?
What issues does the concept raise? What might integration look like, in practice? [ |
posed these questions to the CAM practitioners I interviewed.

Michael, the Convehﬁbnally trained physician, described the reasons why he
preferred the term “Integration” and explained his understanding of the term; But he

acknowledged that there are constraints that make the implementation of this vision

problematic.
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| ' Life . . . is a semantic experience. So if you use the wrong terminology you
convey the wrong message and so we’ve abandoned the idea of “alternative”
because by definition it means mutually exclusive. And that suggests to our
conventional colleagues that we have forsaken all the advances of scientific
medicine in favour of something that’s unproved, potentially dangerous, and
hasn’t been exposed -to rigorous scientific study. “Complementary” gives
people the impression that it’s something that you’ve added on to something
that’s not particularly effective. : _

So “integrative” 1 think is the most acceptable- term to use because it
would suggest that you’re going to apply the best of all possible solutions. So
you would be applying the best of scientific methods and scientific medicine
and the best of self-care and the best of nutrition and so forth. Striving to
cover all of the conditions that people are living under. . . .

One of the concerns that conventional doctors have about
complementary and alternative medicine is that not all of these therapeutic
methods are effective and many of them have not been exposed to any
particular rigid investigation and sometimes the costs are prohibitive for
many- people. You can’t start including things that seem like a good idea
without destroying Medicare. Medicare is really treatment oriented and as
such it has difficulty coping with the treatment demands of the public focused
the way it is. If you started adding acupuncture and herbology and all of the
extras, then it would collapse

Sophia provided a different description of au ideal model of integrative care
that would put the patient at the centre of a well-informed web of knowledge based

on what has been proven effective throughout the world.

I would really like to see this competition . . . I don’t know what else to call
it—it’s a competition of whose medicine is the best . . . the person that has
- the cancer is the one that is confused. Often people believe very strongly in
their doctors at the beginning, but if the cancer progresses or worsens they
become disillusioned. So we still have this dilemma and the pressure on the
person that has the cancer and the family to find out what works.

There has to be things that the person feels confident in, both the person
that’s prescribing them and the person that’s taking them. There has to be that
trust that people used to have in their doctors, there has to be that faith that
whatever they do is going to be useful for them. So I see an assessment,
individual assessment of each person and then—within the realms of reality
of what can be done for you now—What have you been eating? How do you

-sleep? Where do you feel the cancer came from? And then say, “This is what
we can offer you. We have on our staff people. who have researched
throughout the world what people who have lived the longest have eaten, for
instance” . . . sort of like (the) United Nations of the cancer world.




These visions suggest that integrative medicine would combine a multiplicity of -
approaches depending on what is Iikely to be most effective in each particular situation.
They imply a pluralistic medical system where different approaches are valued equally.
This is the vision for integration that most CAM practitioners espoused.

The three practitioners I interviewed who were working at the Tzu Chi Institute at
~ the time I did my fieldwork had two to three years’ experience working within this
integrative health care setting and had been involved in extensive dialogues with their
~ colleagues about the concept of integration. They described integration as ideally
operating according to the folloWing principles: the patient should be at the centre of a
team of multi—disciplinary service providers, including both conventional and CAM
practitioners; the goal of providing care should be the patient’s well-being, holistically—
defined; the organizational structure should be non-hierarchical, with every profession
being given equal value and decisions being made by consensus; and the conceptual
" models and languages of different medical systems need to be respected equally.

However, despite this apparent clarity about guiding principles, the
operationalization of integration was challenging. Freda, one of the Tzu Chi practitioners

put it this way.
I’ve thought a lot about the concept of integration and what that means within
my practice. I’ve been very confused about what that actually means because
it has not been defined. The whole concept of integration has not been
defined and in fact at Tzu Chi what we’re trying to do is bring something ..
that’s very abstract into more of a finite definition of, what does it mean on
many different levels. It involves personal integration, it involves team
system integration, it involves global integration. But integration for me
means in my professional work that I believe that I can’t be fully integrated
until I take a look at'my personal self. And do my work in a holistic way. My
belief is that one cannot be truly integrated unless they’re personally

integrated, which means looking at one’s relationships, one’s health, how one
lives one’s life. And living a seamless integral life and acknowledging that




that’s difficult. . . . For me integration means looking at other health belief
systems. and respecting and acknowledging that there are differences in
beliefs and values around health.

- Other practitioners from the same setting agreed with this perspective, that to work
within an integrative care model, each individual had to live according to holistic health
principles (e.g., they had to practice mind-body techniques, eat natural foods, and avoid
toxins), i.e., they had to “walk the talk.” But they acknowledged that not all their

~ colleagues shared this view.

This model about the need for “personal integration” raises a question that arose
in several different ways in my discussions with CAM practitioners about the operational
challenges of integration. The question is how to assess the credentials of CAM .
practitioners, assuming that integration would involve some kind of professional
regulation. My conversations with practitioners concerning this question clearly"
demonstrated that there are divisions and hierarchies within the CAM field. Some
practitioners criticized other practitioners within their own discipline, citing their superior-
training or experience. For example‘, Eric, the TCM practitioner, said,

The notion of integration comes from the public demand for that. The

problem is the education of doctors in Chinese medicine. Most of them have

not enough education. There is a long way to go in terms of personal

- commitment. There is-no real structure in place to study Chinese medicine at
the post—graduate level. :

" The key is (knowing) Chinese. If you want to get access to-the data, you

~ have to know Chinese. After twenty years I still feel . . . I know what I don’t

know. The scary part is a lot (of practitioners) think they know. So they don’t

know what they don’t know. , '

. The public has to be educated on the fact that when- you have cancer you

have to be referred to someone specializing in cancer even if 1t is a

complementary or alternative program..

Other practitioners talked about CAM treatments outside their own discipline using the

~ same kind of derogatory language that biomedical critics use. Still others pointed'out the




: difﬁculty in some discipliﬁes of establishing eyaluative criteria that would satisfy
mainstream policy—makers, e.g., in relation to “energy medicine.” Despit¢ these
difﬁcultiés, many fields of CAM practice have become professionaliied (e.g.,in B.C.
lthere are professional colleges for naturopaths, chiropractors, and TCM practitiéners). .
Methods for assessing practitioners’ credentials that are analogo{ls to.those used to
credential biofnedical practitioners have been devel40ped.

| But these methods have not addressed the issue raised by some CAM
. practitioners fegérding the need for practitionérs to be themsélves exemplars of .the '
integration of body, mind, and spirit. While some CAM practitioners I met séemed
comfortable making judgments about o’Fher, practitioners’ state of mind-body—spirit
integration, others asvserted that this idea that one néeds to have certain spiritual qualities
or abilities to be a competent pr.éctitionerv is creating an elitism within CAM that is
u;ljustiﬁed and dangerous.

This question of how to assess the compefence of health care providers who
operate according to holistic models is one among many chéllenges identified by the
CAM practit.icine‘rs with some experience of integration. Another (was‘ the tendency for‘
biomedical practitioners on thé health care team to play the most central role in patient
care, e.g., to do the initial history and examination‘e.md- to play the role of case manaé’er.
This dominarllce of biomedical practitioners-does not only apply to patient care.
According to Elizabeth, an administrator involved in the Tzu Chi Instit.ute', this.
marginalizétion of CAM pgrspectives applies to policy making as well as patieﬁt care.
Elizabeth described her attempts to bring CAM perspectives to broad policy questions

about health care reform and to have CAM initiatives supported.

193



We are over in the corner, marginalized, going, “We know, we know (raising
her hand like a student in school):” But nobody can hear you. Nobody can
even hear you. You’re too small. You can’t compete for (the available)
money. You can’t propose anything. You can partner—and all you can try to
do is influence the ‘people that actually have the God-given right to that
money in our society.

Although the association of CAM with biomedicine was seen as presenting some
problems, it also brought benefits. Brenda, another one of the Tzu Chi practitioners,
pointed out that being aligned with biomedicine conveyed legitimacy.

People feel safe in the (Tzu Chi) environment because there are medical
- doctors there and we’re right next door to a hospital. It’s that sense of, well,
you wouldn’t be here unless you’re exceptionally good and you’re going to"
be very careful because, you know, you’ve been accepted here and you’re
“working with medical doctors. ’

While operational factors represent challénges to integration, their importance is
overshadowed by thé fundamental difﬁculty of finding common ground among different
paradrgms of health and healing. As Brenda noted,

Part of the problems have been things like just trying to understand each
other’s language. . . . (for example) when it comes to acupuncture you’re
looking at a whole different paradigm there. And that’s where there’s a real
language difficulty happening. To understand some of these concepts and
accept them from the Western model’s point of view can be difficult. Some
of the things our traditional Chinese medical doctor would come out with,
we’d sort of look sideways and think, “What on earth are you talking about?”
And a great sceptic, say from the medical profession, would just think he was
talking rubbish.

I observed first-hand the tensions involved in trying to build bridges between
some of the fundamental concepts and assdmptions that underlie Western health care and
new CAM models in one meeting [ attended early in my fieldwork. The group that was
meeting comprised representatives from two cancer care facilities: one was a

conventional clinic and the other was a facility that offered a range of CAM treatments.

The group’s purpose was to determine whether and how to achieve some kind of
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integration between thgse two organizations that provided caré to ma\ny' of’the, same

w R patients. This group struggléd sincerely and intensely to bridge what we came fo describe
as “th solitudes in (A)ncology.”, After much disqussion, the group came to the conclusion
that the biomedical énd CAM “paradigfns” were incommensurable. Tlhe. foll_dwing
description of .part of one meeting provides an éxample of the incompatibilities we cc;uld
not resolve. The following excerpt poﬁrays an exchange between two practitioners.: one
aligned with CAM and the other aligned with‘Biornedicine. ;

We begin the meeting with a short, gunided meditation led by one of the CAM
practitioners to “ground us in a shared intention.” A draft document
describing the CAM organization’s policies regarding patient care is
presented for discussion. The biomedical practitioner points to the assertion
that one of the key components of care is “supporting confidentiality,
autonomy and dignity.” He asks, “How are the outcomes of these pr1nc1ples
operationalized? Is the client’s belief system identified?”

The CAM practitioner answers, “Yes, in the first interview.”

The biomedical man asks what key elements of a person’s belief system
are considered relevant. “Is it necessary to have a belief in the paradigm of
healing for it to work? How do you know who you can help versus who you
can’t help?”

The CAM practitioner replies, “The only ones we can t help are the ones
who’ve been dragged here. This is very rare.’ _,

The biomedical practitioner asks, “Do your staff consider your
relationship with patients or clients to be that of professional and client?”

The CAM practitioner says, “Yes, it’s professional and it’s personal,

too.” . - " '
The biomedical practitioner nods and then says, “Let’s define what we
mean by professional. . Conventional medicine establishes a boundary
between the role of professional advisor and the role of friend. This paradigm
believes the professional cannot be both. Does your paradigm see it
differently?”

The CAM practitioner smlles and nods, and says that in the view of the
CAM facility, “Connection and love between the healer and the client is the
most important part of the work. The relationship we have with the treatment
is as important as the treatment itself. It’s the same for the relat1onsh1p with
the practitioner.” :

The biomedical practitioner shifts in his chair and leans forward. “This is
not the same model as conventional medicine. Friendship is wrong in the
context of a conventional medical relatlonshlp Frlendshlp or love clouds
decision making.” _ IS
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The CAM practitioner, too, leans forward. “When there is an open, soul—
level connection between the practitioner and the client, the practitioner is
more open to intuitive ways of knowing what is right for the client.” '

The biomedical practitioner responds, “If intuition is driving decision
making, we have moved away from evidence, away from- arms—length
evidence.”

The CAM practitioner sits back in his chair. “Evidence and intuition are
not incompatible. Intuition is based on evidence,” he asserts. ‘

The biomedical practitioner matches the body language of the CAM
practitioner and replies, “In conventional evidence-based medicine,
‘evidence’ means the results of placebo—controlled trials.” :

The CAM practitioner assumes a relaxed position and explains that in
complementary and alternative medicine, a range of beliefs are important—
the patient’s belief in treatment, the physician’s belief in treatment, the

_ patient’s impression of the physician’s belief, and the physician’s

. communication of his or her belief in the value of treatment. He asserts that
conveying this impression is vital even if the physician does not believe the
treatment will help. He concludes by saying, “The intention itself is part of
the treatment.”

The biomedical practitioner shakes his head and replies, “In conventlonal
medicine, for a physician to convey an impression that a treatment will help if
he or she does not really believe it will constitutes fraud.” :

- The CAM practitioner retorts, “But some treatments in conventional
medicine are guilty of that. Some conventional treatments for prostate cancer
are unproven, but doctors give patients the impression they are of therapeutic
value. What we’re talking about raises the question: What is evidence and
why do practltloners believe in certain treatments?”’ ' '

There is a short silence. Then the biomedical practitioner raises another :
issue. “If a patient receiving CAM is not doing well, and he or she says it is
because there is not enough love in the relationship, what would you say?”

The CAM practitioner replies, “This has not happened, but if it did, we
would refer the client to another practitioner.”

This conversation clearly shows the kind of obstaclas that sfand in the way of
integration. There are fundamental differences in assumptions, expectations, and models,»
for example, -about the nature of healing, and fha kinds of relationships professionals and
}patients should have. Elizabeth, an admiﬁistrator who was centrally involved in the Tia

Chi Institute, believes that these differences and contradictions made the initial stages of

the Institute’s evolution difficult. I interviewed Elizabeth just after the Institute closed.




The foundational stakeholders had competing agendas. . . . Every stakeholder
had a different idea about what success would look like or what the goal was.

. (Eventually it became clear that it) was not about alternative therapies or ‘
practlces or products and all the politics that go' with that, even though that is
the environment we work in. . Really what we boiled it down to here is a
model of health care delivery that espoused certain values. It was more about
how we could be with people as opposed to what we could do with people.

- We began to be able to identify some of the core concepts which were/
different from the beginning. In the beginning, the initial thing was looking at
evidence in a big way, you know, it was a very reductionist perspective about
how we would prove that something worked or didn’t work. And it changed
so radically from that to really, “How do people work together and place the

_patient at the centre of that experience? How do we understand their illness

~experience? What did personal transformation look like? What characteristics
of somebody would lead you to work with them in a certain way?” Our
research became more focused on theory generation and measurement of -

- utility as opposed to proving that a particular therapy Worked or didn’t work.

Which is like night and day as far as I’m concerned. :

Elizabeth believed that the Tzu Chi had been able to resolve some of the |
conceptual tensions inherent in the notion of integration by the time its funding was
withdrawn and that the staff ha_d achieved increased clarity about how to achieve
integratierr. In an effort to bring these lessons to the conceptualisation of integrative care,
this admirrist_rator was working with health care professionals from the U.S. that she
“described as part of “the integration industry” on a set of guiding principles that would
identify what anyone involved in integrative health care (mcludmg health care provrders

" insurers, researchers, and patients) Would need to use as a framework for integration. The
first principle she mentioned emphasized the role of experience.
You need to understand integration experientially before you can apply it to
your approach or say you can work in an integrative way or create an’
integrative environment for other people. You need to intrinsically know
what that means. You know, it’s sort of like diversity. It’s a similar sort of
idea. You can’t promote diversity if you don’t understand marginalization, if
you don’t know what it feels like to be discriminated against. You can create

~ all the curriculum in the world and programs, but you know, they won’t nail
it. . r .
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While Elizabeth saw the differences in paradigms as profound, she did not see
them as precluding collaboration. Elizabeth and the other Tzu Chi professionals' I spoke
with agreed that integration in any form takes respect for difference, a willingness to

engage in group learning processes and lots of communication. These professionals

- acknowledged that finding the time for these learning processes is difficult in a fee for

w

service environment.

Reflections

The most striking feature of my participant—obsefvation in CAM settings and my
interviews with CAM professionais was the diversity of opinion and perspective |
encoﬁntered. In contrast with the Biomedical Discourse, the CAM Discourse does
nbtrlseem cohesive or cohere.nt. While the Biomedical Discourse appears to have an
“inside,” i.e., it seems to be an enclosed enfity with externai boundaries and
defining cheracteristics, there does not seem to be an “inside” to CAM. In fact, on
the basis of ﬁly fieldwork 1 woulel argue that there is not enough cohesion in the |
“world” of CAM to conceive of it as a unifary Discourse at all. The diversity of the
approaches to healing that have been subsumed under the CAM label and its
margiﬁal status means the field is fragmented and dispersed.

- Except for those professionals who are associated with organizations’ whose
mission is to provide a spectrum of CAM services, practitioners do not ideetify
themselves as part of a.cohesive CAM Discourse. Individual practitioners align

themselves more with their own particular discipline, e.g., yoga or Therapeutic

- Touch, or to their professional association or college (e.g., those for TCM,




naturopathy,' dr massage therapy) than with “CAM.” This observation that the field |
of CAM is heterogenous and p‘opulafed by individuals who do not identify with
CAM as a whole is conﬁrméd in an article by the former principal of a large
naturopathic university ip the U.S. whc;/se legitimacy—basc’d hierarchy of CAM was
presented in chapter 1 (Pizzorno 2002).

The heteroger;_eity within CAM can be seeh in practitioners’ disparate
comments about the nature of tﬁe body-mind and ,ab}out heali;lg. Some expressed
culfural models usually associated with CAM;‘others_argued against those models.
vInterestingly, there was consensus among CAM practitioners about the limitations
of conventional science and a feeliing' amO‘ng hybrid practitioners that they had
moved beyond science}. But there was also a shared récognition that sciénce
provides the route to medical legitimacy.

| There also seemed to be some degree‘of consensus about the ideal way for
health care professionals to‘interactv with patients'. There are many places in this
. chapter where a model for patient—practitioner relationships that contrasts with the
biomedical model is expressed. A central ‘theme is that hevalth care providers should
be interacting with patients in loving, compassionat;: ways; maintaining a
professional distance is not the goal. This rejectilon of the dominant model for
professionaliégd relationships stands out as one of the primafy differencés between
at least some parts of CAM and Biomedicine. Whereas CAM practitioners were

more concerned with the quality of personal engagement with patients, biomedical

practitioners expressed more concerns about ethical issues such as informed

consent. As noted in the previous chapter, biomedical practitioners work under




more constraints assoqiated Wifh professionalizétion and iégislative oversight thaﬁ
- do many CAM practitioners,

“This chapter contains descriptions of public events that illustrate the ways in
which pompeting CAM d‘iscourses and cultural rﬁodels are being 'e‘xpressedﬂin
’social settings. These mode]s undermine biomedical legitimacy and authority and
posit alternative models. The iﬁﬂuehce of CAM leaders sucil as Deepak Chopra
and Marion Wood’manvwould be hafd to measure, but, as evidenced by. the sales of ;
their books:the activities of such advocates for alternative cultu’fal modéls are .
cléarly irhpOrtant. Although economic factors were not the most obvious features of
the events where these leadérs appearéci, signs of the economic ramiﬁcations of the
bublié’s interest in CAMV areA unmistakable. CAM has become big busingss

- (Goldstein 1999). This contributes to the contestation and fragmentation in the -
field. Most of the CAM ﬁdd exists outside :of‘ socialized health <;are and is thus
directly involved in the market economy. Not only are CAM‘practitionérs i‘n.
competition with biomedicine, fhey also c;)mpéte With colleague§ who ‘pra‘ctice the
same discipline as well as with practitioners of other _healing technique‘s.‘

The economic context within which CAM and Biomedicine are cdnverging
no doubt affects the push for integratioh. Given the profoﬁnd differences in
ontOIOgiés and epistemoldgies between Biomediqine and sorﬁe CAM approaches,
one caﬁnot help but wonder if adyocates would be so enthusiastic about integration V

if Biomedicine had no social legitimacy. If Biomedicine did not héve the kind of

hegemonic status and power it enjoys, would there be the same motivation to

struggle to find ways to bridge these seemingly incommensurate yparadigms? Does




Bidmedicine have aspects that have intrinsic value in the eyes of integration
advocates and if so, what are they? |

These are not the only questions that ére raised by the push for inte;graﬁon. As thg
cautionary tale of the rise and fall of the Tzu Chi'.I.nstitute éhows, integration presents
both conceptual and operétional challenges. What is integration exactly and-what isbbeing
iﬁtegrated? ’.Would pluralistic juxtapositions suffice or is there a néed to blend different
healing approaches? Does integration mean the medicalization of CAM or the
psychosocialization of mediciné? Or the spiritualization of health care? Is it possible to
have an integrated health care facility where some professionals believe that illness is
strictly é biologicél process and others insist it is a psychosocial and sl;iritual process?
Where some believe the agents of healing éfe drugs and surgical interventions while
others believe that what is most important ére changes in lifestyle or transpersonal
phenomena such as prayer? Where some believe the role of professionals is to keep their
distance and make objective, evideﬁce—baéed recommendations and others believe the;ir
role is té care deeply about the patient, to relaté from the heart as well ‘a,s the head, and to
individualize their treatment recommendations? And What about the‘ réle of the popular
sectof with reépect to health care? It must be noted that there are those who decry the
professionalization of caring and the loss of community that has already occurred

because of professional activities in realms of life previously managed by families and

- other social networks (e.g., McKnight 1995).

The most profound difficulties inherent in the notion of integration seem to stem
not from the addition of non—biomedical therapies to a treatment regime, but from the

collision of different worldviews. Given the significance (;f the ontolog'ica'l and
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epistemological différences bet_ween biomedicine and other approaches to healing an_'d'l
given the pre—existing power differéﬁtials, it may be premature to move towards the
structural integlration. of health care facilities or systems before ways of resolving these
fundamental differences are found. |

" The world of CAM is fragmented and marginalized. It embraces many alternative |
treatments for cancer as \-NCH as alternative _wayé of thinking about cancer. The fact that
CAM products and services are, providéd primarily through private market mechanisms
" adds other dimensioné to the ways in whiéh CAM cqntrasts with conventional medicine.
For patients who need to make decisions aboﬁt what treatments to undergd, entering the
world of CAM can b>e overwhelming. For exarhple, Linda felt there was always.another.
CAM treatment to find out about until she finally rebellled against .the corﬁpulsion to
~ continue searching for a treatment that would offer her certainty. While practitioﬁers and -
policy—makers debate the meaning and implications of integrative heélth care, cancer
patients struggle to.ﬁnd ways to create their own ’integ‘rated treatment regimes. But
people who are diagnosed with cancer are not only epgaged in the Disco{lrses of CAM
and Biomedicine. They are also embedded in larger social and cultural contexts where

medical legitimacy is being contésted. The next chapter expands the focus of the

dissertation in order to provide a taste of this larger discursive space..




Chapter Seven

Popular D.is_courses'on the Legitimacy of CAM

Introductidn
This chapter presents examples of diséourses about the iegitixﬁacy of Complémentary and .
Alternative Medicine (CAM) taken from three different (but o_verlapping) arenas in what
Kleinman (1987) would characterize as the popular séctor of health care. The examplés
in this cﬁapter show where some of the cultural models that have beeﬁ associated with -

CAM come from as well as how the debate about the .legitimacy of CAM is being framed
by the popular media. The examples illustrate the polarization that is present in the
extremes of .the}rhetOric on both sides of the debate. The examples also reveal the power
strugglés underlying the debate. The examples in .this chapter were selected because of
their salience té the research issues and their fit with material presented elsewhere in the
diséértation. It vshould be noted that my choice of examples was sofnewhat arbitrary.
Different exarhples gould have been selected to iilustrate the saﬁe points.

I will refer to fhe first arena from which exarﬁples are drawn as “the arena of

CAM discpurses” to highlight the observation from the previous ‘chapter’ that CAM is not

a unitary Discourse but a field comprising many discourses. The second arena, that of the
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popular media, tends to be more closely alighed with bioﬁediqine than with CAM, bﬁt as
the examples will show, this is not always ‘thre case. The third arena, the Internet, contains
discourses thét originate in every conéeivablé combinatibn of positions and allegiances. |
The‘se arenas are ndt discrete. Thé boundaries that have been established for the purposes
of this discussion are somewhat arbitrary, |

Since the Biomedical Discoursé is a hegemonic Discourse that permeateé the
~culture and it is difficult to delineate discrete cultural mediums through which this
Discoursé is promulgated; examplés of 1ts cultural models will not be bresented ina
separate category of “the arena of Biomedical Discoursé.” But these dominant models

will be apparent by virtue of their juxtaposition to CAM models.

The Arena of Corhplementary and Alternative Medicine Discouﬂrses

CAM discourses appéar in several media. Th’erg are hundreds of books that promote
individual CAM approachés, including Books on special diets, mind-body disciplines
such as yoga and tai chi, specific fherapies that are identified With their originators, and - -
-alternative medical systems such as traditional Chinese medicine énd Ayutrveda. Thereﬁ
are also hun&reds of books that contain the cultﬁral médels that are being posi‘;ed as
different from those in the Biomedical Discourse. In addition, prop,onénts of CAM
produce video and audib tapes and offer wori(shops, lectures, and other opportunities for
p‘eoplé to léarn about and I;ractice CAM technthies. This section_ focuses on excerpts

: frdm books written by four bf the best—kng)wn authérs ‘in this panoply.v Two of these -

authors, Andrew Weil and Deepak Chopra, were seen by many of the cancer patients I

interviewed as helpful sources of knoWledge and insight. The third, James Gordon, is
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‘of the perspectives on the body-mind and healing that the cancer pétie’nts profiled in

included as an exemplar because he is active in the field of integrative cancer care in the

U.S. Excerpts from the feﬁrth author, John Robbins, are included ds examples of how

some CAM discourses undermine biomedicine and try to incite activist fespoh_ses to
biomedical hegemony. The excerpts from these authors’ books are reminiscent of some
chapter 4 expressed.

Andrew Weil is a Harvard—trained MD. He has written many best-selling books

about alternative.health and gives lectures and workshops world—wide.! Although

' conventionally trained, Weil is cr_iticalv of the biomedical model. He believes that the

body can heal itself and sees alternative medical systems, particularly those originating in

the East, as being superior to biomedicine. o ' g

When I finished my basic clinical training, I made-a conscious decision not to

. practice the kind of medicine I had just learned. I did so for two reasons, one ,
emotional and one logical. The first was simply a gut feeling that if I were
sick, I would not want to be treated the way I had been taught to treat others,
unless there were no alternative (sic). . . . The logical reason was that most of
the treatments [ had learned in four years at Harvard Medical School and one .
of internship did not get to the root of disease processes and promote healing
but rather suppressed those processes or merely counteracted the visible
symptoms of disease (Weil 1995:13).

In the West, a major focus of .scientific medicine has been the
identification of external agents of disease and the development of weapons
against them. . . . In the East, especially in China, medicine has had a quite
different. focus. It has explored ways of increasing internal resistance to
disease so that, no matter what harmful influences you are exposed to, you
can remain héalthy. : . . Although the Western approach has served us well
for a number of years, 1ts long—term usefulness may not be nearly so great as
the Eastern one (Weil 1995:4). »

- The biomedical model(’s) . . . materialism leads to emphasis on form
rather than function. . . . Worse, the biomedical ' model discounts or entirely
writes off the importance of the mind, looking instead for purely physical

1'In 1997, Weil’s website, which had been receiving 85,000 hit per day, became part of the Time—Warner

conglomerate. In addition to links to other sites that enable visitors to purchase Weil’s books and the
vitamins and other products he recommends, his website is linked with other Time—Warner publications
such as Fortune and Money Magazine (Goldstein 1999).
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causes of changes in health and illness. My experiences and observations of
healing suggest that the mental realm is often the true locus of cause. Despite
growing public interest in mind-body interactions, professmnal interest
‘remains at a low level (Weil 1995:65). -

* James Gordon is another _Harv'ard—trained physician who has turned to alternative

Al

medicine. He was the Chairman of a White House Commission on Complementary and :
Alternative Medicine Poliey that submitted its repeft‘to U.S. President Bush in the spring
0f 2002. Gordon is an active proponent of tiie integration of CAM, esp,ecially in the area

- of cancer care. He believes integraiive medicine represents “the new‘ me.dicine,’,

In the last thirty—five years, . . . we have begun to realize biomedicine’s
shortcomings. It is inadequate to explain the origins or treat the consequences
~-of the chronic illnesses, the disabilities, and the distresses that afflict more

than 80 percent of those who seek medical attention. Its overuse and misuse
“has produced a deadly host of mutated bacterial and viral life-forms, and an
epidemic of iatrogenic—physician—and—treatment—caused—illnesses. Its
economic cost—almost one trillion dollars a year and close to 15 percent of
our gross national product—has become insupportable. Even its metaphors of
regulation .and conquest, which once seemed fitting and hopeful, now strike
increasing numbers of us as both grandiose-and inappropriate. . . . We are in
desperate need of a new medical model, new metaphors, and a new kind of
medical practice, one adequate to the illnesses from which the vast majority
of us suffer... . . It is precisely because biomedicine is so powerful and
attractive—because it has grown so strong, explained so much, and helped so
many—that it is hard to see that it too is a stage in, and not the end pomt of,
medical evolution (Gordon 1997 22).

Gordon argues that this new medical model should include a different set of
expectations about the relationship between patients and practitioners.
It would be far better and healthier for everyone concerned if we abandoned
- the very concepts of compliance and adherence and regarded the doctor—
patient relationship as a full collaboration, a genuine heahng partnershlp

(Gordon 1997: 87)

Like Weil, Gordon argues that the mind and body are not separate. He believes

that healing from chronic illness almost always requires emotional or intellectual change




(Gordori 1997). Gordon also asserts that the mind provides access to forms of knowledge
that may not be “scientific” but are nevertheless legitimate.
Maybe by going within, we really can know everythihg we need to—perhaps
not in the special language of our science but in some way that is quite real
and useful. Each of us comes to our knowledge differently. and uses it
d1fferent1y (Gordon 1997 57).

Gordon also posits an individualized view of the body and illness that is contrary
to assumptions about generalizability and universality that are foundational to biomedical
~ science.

Maybe every person’s illness is different from everyone else’s. . . . Not in the.
sense simply that my interpretation of my condition or my reaction to it is

- different, but that in some radical, deeply biological way, it is different
enough to make a real difference. Not only that, it can be different from one
‘hour to the next, and different depending on who assesses it. This perspective
is quite—no other word comes to mind—"“different” from any we adopted in
medical school (Gordon 1997:58). ' '

‘Both Gordon and Weil make extensive use of the stories of individuals who have

experienced healing through alternative means to substantiate their arguments. They are
. ' ' \
“both critical of biomedicine, but respectful of its accomplishments. Not all proponents of
alternative medicine are so generous. John Robbins uses a journalistic; muckraking style
to challenge both the practices and beliefs of biomedicine.” Like Weil and Gordon,
Robbins uses anecdotes to support his points. But Robbins not only tells stories of -
healing but he also includes “horror stories” of orthodox medicine’s mistreatment, not .

only of patients, but also of practitioners who threaten the dominance of biomedicine.

Robbins also uses epidemiological and clinical research data to support his condemnation

? John Robbins does not have medical or scientific credentials. He is the author of an earlier book, Diet for
a New America, which criticized the meat and dairy industries and argued for the adoption of vegetarian
diets. He was the heir to the Baskin—Robbins ice cream empire but chose to reject his inheritance and
follow an alternative lifestyle.
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of Western orthodox medicine. He describes the U.S. health care system as being in crisis
and argues that the “patriarchal, dominator, medical myth” needs to be “exploded.”

Doctors and patients alike feel depersonalized and used. . Increasing
numbers of us are seeing that we cannot remain passive bystanders to our
own health, and then expect the medical system to rescue us. We’re seeing
how false and destructive is the belief that the more money we spend and the
more technology we have, the healthier we will be. We’re seeing how
alienating and harmful it can be to think that experts always know more than
we do about our bodies and our lives. . . . By disrupting our blind faith in the
medical system, the current crisis is throwing us back on ourselves, and
compelling us to ask such questions as: What can I do to optimize my health
and healing? How must I live in order to attain and preserve well-being? For
which conditions is orthodox medicine of value, and for which conditions are
“alternative approaches more appropriate? How can I become less dependent
on an impersonal system and more connected to and trustlng of the sources of
true healing within me (Robblns 1998:3-5)?

Robbins connects American cultural models regarding freedom nf choice with the
ne'w‘health care systend he envisions—. Ha alao makes connections between the alt.ernat‘ive
health movement and the values and positions of other social movements such as
feminism and the environmental movement.

I see how much healthier and happier people can be when they are educated

and able to act wisely and make their own choices regarding their bodies.

Freedom of choice is essential to the American way of life, and I believe that

people ought to have a right to do with their bodies what they want to do, as
" long as they aren’t hurting anyone else (Robbins 1998:9).

The movement to reclaim our bodies and our lives may in fact represent
the most powerful grassroots movement that has yet emerged to challenge the
‘'underlying paradigm of our society, the basic philosophical assumptions that
have us marching, in the name of progress and control, toward ecolog1ca1
(disaster and social chaos (Robbins 1998:9-10). , :

If we are to create a society dedicated to supporting and ma1nta1n1ng
health for all peoples, then it is up to us to do everything we can to place
genuine responsibility for our lives into our own hands. The medical
establishment will only get off its pedestal when we get off our knees.

If we are to take back our lives from the institutions that have lost their
sense of commitment to the common good, we need to release ourselves from
the belief that our health is prlmarlly dependent on medical technology, and
restore our faith in ourselves, in our own minds and hearts, and in the
activities that truly generate and protect health. Wherever we are in our lives,
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each of us can always ask, “How can I take more responsibility for my
health? In what ways can I help create a world with less suffering and more
health, with less violence and more cooperatlon’?” (Robbins 1998:373)
(empha51s in original).

The authors cited above undermine biomedicine’s legitimacy and posit alternative -

" models, especially about the nature of the mind—bddy system, and the role of the patient

ih healing. They also legitirhize ways of knowing other than the scientific method: they
rely on anecdotes as substantiating evidence; they tell stories of their own conversion to
alternatitze medicine because of personal éxperience; and bpth Weil and Gordpn express
appfeciation for the epistemologies that underlie Eastern medical systema.

Other alternative health ptopo_nents‘ go farthef in thair efforts to unsettlé
conventional cultural models and assurhptioris; Deepak Chopra, the former .
endocrinologist whose lecture was described in chapter 6 presents concepts from
traditio.nal Ayurvedic medicine-and juxtaposes them with concepts from Western sciencé.
He descrlbes an ontology that is very different from that held by b10med1c1ne

In a book chapter entitled “Inv1tat10n toa ngher Reahty, Chopra describesa -

- young boy w1th multiple personahty disorder who has allergic reactions only when one

particular personality is dominant. Chopra explains that this is because the boy’s cells
decide whether to react to the allergen or not.
To say that molecules can make decisions defies current physical science. . . .
Once we absorb the fact that (the boy) is choosing to be allergic . . . then we
confront the possibility that we are choosing our own diseases, too. We are
not aware of this choice, because it takes place at a level below our everyday
thoughts. But if we have such an ab111ty, we should be able to.control it
(Chopra 1991:11).

Chopra uses Western science and technological métaphors to substantiate his claim that

healing ideally occurs on non—material planes.

209



Every year, fully 98 percent of the total number of atoms in your body are
replaced—this has been confirmed by radioisotope studies at the Oak Ridge
laboratories in California. This constant stream of change is controlled at the
- quantum level of the mind-body system, and yet medicine has not taken
- advantage of this fact—it is still waiting to take the quantum leap. To change
the printout of the body, you must learn to rewrite the software of the mind
(Chopra 1991:12).

It is fascinating to see how perfect health dovetails into a broader
intellectual movement that is rocking the foundations of science. Ilya
Prigogine, Nobel Prize winner in chemistry in 1977 ‘and a pioneer in this
movement, calls it “the reenchantment of nature”—the realization that nature
is not a machine but a wondrous environment whose hidden possibilities are
barely guessed at today. Nature is like a radio band with infinite stations; the
reality you are now experiencing is only one station on the band, completely
convincing as long as you stay tuned to it, but masking the other choices that

- lie-on either side (Chopra 1991:14).

Chopra promises complete freedom from illness and old age.

- If we learn to live in balance from the deepest level, our inner growth has no
foreseeable limits. . . . Growth is automatic; it is in nature’s plan, built into
our very cells. It is orly a question of following the silent river of intelligence
to its source. That is the final secret of perfect health. If we could allow the
mind to expand and to explore higher realities, the body would follow.
Wouldn’t that be enough to save it from disease and old age (Chopra.
1991:17)? - ’

Chopra describes research that supports his point of view (but he neglects to cite the
reference).

A study of four hundred cancer cases that went into spontaneous remission
revealed cures which had little in common. Some people drank grape juice or

. : swallowed massive doses of vitamin C; others prayed, took herbal remedies,
or simply cheered themselves on. These very diverse patients did have one
thing in common, though. At a certain point in their disease, they suddenly
knew, with complete certainty, that they were going to get better, as if the
disease were merely a mirage, and the patient suddenly passed beyond it into
a space where fear and despair and all sickness were nonexistent. They
entered the place called perfect health (Chopra 1991:19-20).

This pérspeétive that individuals bear the responsibility for health and illness is
not a particularly new aspect of alternative health discourses (e.g., see Simonton et al.,

1978) nor is it limited to alternative discourses (Good 1991; Stacey 1997; Vincent and
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Furnham 1997). Eut Cl10pra extends the view that disease is linked to psychological or
emotional feictorsby connecting' this cultural model izvith ideas bas_ed in Eastern
ontologies and epistemologies. He introduces planes of reality foreign to Western
conceptions and suggests that human nature. is radically different from what Western
models would lead us to believe. Thus, he challenges fundamental master cultural models
about the nature of reality and identity. -
~The inﬂuence of the kinds of models abont the nature of the mind—body link,
about the nature of healing, about patient-pr;ictitioner relationships, and about the value
of different wdys of knowing presented in these examples can be seen in the views
expressed bythe cancer patients profiled in chapt‘er 4. For e>iample, Marcia and Brian
spol<e aibout the importance of intuitive vi/ays of knowing; Angela believed that she
pla}‘ied a rolein the genesis of her cancer although she did not believe it w;s a simplistic
cause and effect releitionship; Marcia saiJv biomedical treatments as the source of illness, '
including nossibly her own cancer; Joel and Brian thought thet Western rnedicine was too
: liinited in its scope; Joel and Brian felt that treatments needed to be individualized rather
than standardized; Angela and Marcia expected their health care practitioners to work
with them as partners; and Jack wanted the freedom to clioose what treatments were right

for him.

The Popular Media

Stories about complementary and alternative treatments in mainstream newspapers,

magazines, TV, and radio abound. Some of these stories describe different alternative

approaches and highlight the extent of their use. Some “human interest” stories tell of




miraculous cures while others offer cautionary tales of people who have been exploited

and harmed by unproven therapies or unethical practitioners. What follows are examples

7

of stories about CAM taken from four differevnt sources. These examples focus on the
ways in which the themeé that are centrai to thi; dissertation appear in the popular media.
On Fri(iay becerﬁber 21, 2001.’ the Vancquver Sun, a local mainstream daily
newspaper published én editOrial heéded, “Alternative therapies should be fully
expiored.” The editorial commented on a new Statistics Canada sufvey that showed that
22% of British Columbians visit an alternative health care bréctitioner.

However, the survey gives no sense of whether alternative care is effective,
or how its use should be governed and paid for. Alternative therapies are still
hobbled by the gulf that exists between Western science and Asian tradition,
and between various curative and preventive models of -care. And
governments are struggling with how to fund and regulate an amorphous but
~ increasingly significant field of medicine. . . .
 There’s too much at stake—in terms of our health and our wallets—for
us to ignore or dismiss the field. One estimate puts U.S. spending on
alternative care in 1997 at $27 billion. In Canada, in that same year, we 'spent
$3.8 billion, if books, vitamins, herbs, equipment and the like are included.
However, we don’t have the data we need to know how much of that
'spending is wise. There’s certainly no shortage of last-hope artists peddling
dubious cures to the desperate. There’s also compelling evidence that
~ chiropractic and acupuncture (used as a surgical -anaesthetic in Asia) can be
beneficial and extremely cost—effective. Some research supports the efficacy
of traditional Chinese herbal medicine, naturopathic and homeopathic
therapies. For those looklng for a cure, though, there isn’t enough credible
" information. . : _
We need more research and education to bridge the gulf between
different schools of thought on health care (Editorial 2001).

It is interesting that the editorial writer identifies the opposing forces as being
Western science and Asian tradition. It is also interesting that the writer looks to Western
~science to bridge “the gulf.” The Sun editorial writer notes that in the U.S., CAM

research is “now treated seriously by the federal government” and reports that the 1999
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budget for the U.S. National Center for éomplementa_ry and‘Alterna.tive Medicine was
$68.7 miliion |

However an artlcle that appeared in the Washzngton Monthly® in April 2002
questlons the value of this U.S. investment in research. The article refers to CAM as “one
of the most important medical movements in decades” and describes it as “the push to
incorporate nbn‘traditional or ‘altcfnative’ healing methods into the Ca‘nonrof Western
medicine.” Tfle author describes the goal of CAM research as being ‘;to ‘déte‘rmine which
treatments hold legitimate mgdical’ value and which are rﬁere superstition.”

After a decade of studies, the truth about CAM is proving much harder to pin
down than anyone imagined. This uncertainty hasn’t hurt proponents; indeed,
it’s probably helped them. They’ve made inroads at all the top medical
schools. Philanthropic organizations have showered money on programs- and
-scholarship to boost CAM’s visibility. The simple fact that medical schools
are taking it seriously has lent alternative and complementary medicine an air
of legitimacy. But the benefit to.traditional science is much less clear. While
a few techniques have proven reasonably effective—meditation, acupuncture,
music and massage therapy, and some herbal remedies—they’re the
exception. The trouble has been identifying, once and for all, what doesn’t
work. . . . Rather than submit to scientific testing, (CAM proponents are).
using CAM’s ambiguity to their advantage, and have often been frustratingly
‘circumspect about conceding their failures. Some fall back on the old mantra ‘
that “more testing” is necessary. Others try to bend science to their own
specifications. Still others . . . (claim) that scientific testing simply cannot .
measure some kinds of CAM effects—clalmmg, in essence, that the scientific .
establishment should just take their word for it.

CAM supporters are trying to ‘have it both ways——and succeeding.
Today, a guilty silence shrouds an increasingly important question: Can a
field like alternative and complementary medicine, which in many cases is
inherently hostile to science, survive its arrival into' mainstream medicine? Or
are American taxpayers the victims of an expensive medical swindle bemg
abetted by the nation’s leading medical schools? .

CAM’s proponents must do more than simply assert its medical value.
They must finally cop to the rules of scientific rigor—no exceptions, no
special pleading, no postmodern philosophy, and no hiding in the skirts of
more legitimate treatments (Mooney 2002).

* The Washington Monthly describes itself as a non—partisan publication that aims to present critical,
.informed perspectives on current issues, especially issues that relate to government policy.
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Like the Sun éditor, the Washington Monthly author views biomedical science as
the appropriate institution to determine the légitirhacy of CAM épproaches. Both authors
use loaded language that sugge'sts a sceptvicisrn about alternétive medicine and an
alvlegiance to biomedicine (e.g., ‘;las‘t—hope a'rtistsipeddli‘ng dubious cures,” “mere

6

medical swindlé,

% L

superstition the‘ canon of Western lmedicine”). The_y agree that

something must be done in response to the high degree of public interest in CAM, and

they want to find a Wély to either bring CAM into Bioﬁled_icine or resolutely justify its
e);clusion from that Discourse.

The néxt example from the public areﬁa comes from a less mainstream source:
Alternative Therapies in Health and Medicine is a “peer-reviewed” journal edited by
Larry Dossey., a physician who has written books on the healing power of prayer. It could -
be argued thét this example belongs more in the preceding section with other CAM
discourses. But the example shows how theboﬁn&ariés of the discourses are blurring.

- The magazine is available in Bookstores and other retail outlets whose cusfomers are not *
necessarily aligned with alternative medicine. The other reason for including the example
here is that the selected articlel provides a fruitful counterpoint to the Washington
Monihly article.,

The article was co—authored by a traditional ,Chiﬁese medicine practitioner and a
surgeon who teaches at Yale (Beinﬁeld and Beinﬂeld 1997). The article discusses
conventional treatments for breasf cancer and 'argues that conventional medical practice
is often not baéed on science. It contends thét despite studies demonstrating the efficacy

of lumpectomy, and despite the National Cancer Institute’s declaration in 1990 that

lumpectomy followed by radiation is the preferred therapy, 6nly 26% of American
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- women dlagnosed today receive breast—conservmg surgery. The authors describe the
origins of the Halsted radlcal mastectomy and the entrenchment of the mod1ﬁed version
of this procedure in present~day medical practice. They explore possible reasons why the
mastectomy remains thc.dominént form of treatment despite the s;:ientiﬁcally
demonstrated equiva!ency of a procedure that conserves the breast.

Medicine acquires cultural authority by dictating definitions of reality and ‘
forwarding judgments about which schema of meaning will triumph as valid.

It is ironic that in an attempt to implement scientific advances, verification is
sometimes -ignored and the principles of science are set aside. At times the

mere newness of a technology is taken as evidence of its superiority. An
‘intrinsic contradiction in medicine also exists: because solutions are often
fragmentary and incomplete—sometimes merely analytical and speculative—
doctors try to avoid saying, “we know,” yet they must act as though they do!

There is a grand expectation on the part of patlents for dehberate confident

action to relieve suffering. .

The preference for 1ntervent10n over reflection is codified by tradition
and practice. . . . It is paradoxical that a blind faith in reason sometimes
supersedes the doctrine of proof (Beinfield and Beinfield 1997:42). . . . _

Although remuneration for mastectomy is more than triple that of
lumpectomy, financial motives do not account for the hegemony of this
procedure. Habits and traditions assume an authority of their own. Is it
reasonable to liken surgeons, men or women, to the tribal Africans who
perform clitorectomies with the unshakable conviction that they are acting in
the best interests of the woman? In both instances, what is best for the woman
is associated with maintaining conformity with an outmoded belief. It is
neither the women nor the doctors who are to blame; both come to the matter
‘'with  honorable intentions. Cultural forces conspire: professional
recommendations conflict, an irrational fear of keeping the breast is planted
in women, and mastectomy constitutes a conclusive sacrificial act that
permits women to feel as though they are domg everything they. can

(Beinfield and Beinfield 1997: :45).

- Unlike the previous two examples, the article on breast cancer challenges the
master cultural model regarding the extent to Which biomedical practice and science are ';
conﬁected. The authors suggest that medicin_é may be as much a cﬁltural pracﬁce asa

scientific one, that the beliefs and expectations of both patients and doctors play a-

significant role in treatment decisions. By drawing an analogy between m_astectomy and
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a cultural practice that is considered 'primi'tiv.e, brutal, disﬁguring and unnecessary in
North American culture, the éuthofs try to dispel the legitimizing aura of science that
.surrounds' mastectomy andlconventional’medicine more generally. They uﬁderminé the
position that medical practice is objective, separate from vested interests, or beyond th¢
reach of subjective human needs or beliefs.

The Washington.Monthly article was written from the perspective of the biomedicai
Discourse. The Alternative T herapies article was writteﬁ from a position sympathetic to
CAM. The final example from the popular media includes voices from both sides of the
débate. This ¢xamplé comes from a series of Canadian Broadcasting CorquatiOn radio
programs. The Ideas séries ¢ntitled “Rethinking Medicine” was aired in March 2000.

“Anne Harrington, a professor of the History of Sci_énce at Harvard, discussed aspects of
the debate from é broad-based, histqrical perspective.

We’re in a period in which I think we’re quite fragmented or fractured in our

understanding of what we are as human beings, the extent to which we

imagine ourselves to be biological entities, the extent to which we want to
‘reclaim some view of ourselves as spiritual creatures. I don’t think we have

as much consensus around even our starting definitions as we might wish for

or hope for (CBC Ideas 2000:6).

Harrington sees the opposition in the debate as fbllows: on one side are the
expefts who believe the future of medicine lies in technology.and the mapping of the
human genome; on the other side, pushing t;ack at the e?cperts, are consumeré who “vote
with their pocketbooks” by going to altefnative practitioners. Har‘r,ington sfées_ these two

. forces representing twq contrasting impuises: one pulling to the future, the other to the
past.
There’s an enormous emphasis (in Chinese medicine) on the way in which

this is a 3,000 year old tradition that is grounded in Taoist and Buddhist
religious texts and has this ancient and impressive and rather exotic lineage.
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And yet we will not appropriate it on its own terms. We will appropriate it in
our terms, and we" will translate it into a language that will give it
respectability in the circles of the present, WhICh is the circles of scientific
language and understanding (sic).

It’s certainly the case that in the world of medicine and largely in the
modern world in general, the language of science carries an authority that no
other disciplinary language has quite managed to compete with. It carries the
authority because it claims to speak the truth, independent .of human opinion.
It is simply the language of “what is.’

And so if you want to say that Chinese medlcme is not simply a lot of
nice ideas, very interesting and treating -exotic people from many, many
thousands of years ago but actually things that can be viable and usable for 7
us, then they have to be translated into that neutral language that appears to -
be independent of culture and context and time and simply speak of “what
is.” ' :

In that sense, it really isn’t the past that we’re appropriating. It’s a
reinvention of the past to serve present agendas, with an idea of building the
future that’s going to have all the pieces of the modernist enterprise that we
still value but taking along with it those pieces of the past that we’d like to
use to plug—in the missing bits we think we might have lost along the way to

~ becoming modern (CBC Ideas 2000:7). :

James Gordon, the phySician whose book was cited earlier, was another
participant in the series. He provided a metaphor for his vision of what the convergence
of CAM and Biomedicine signifies.

1 It’s sort of like a Copernican revolution. Once we stop seeing biomedicine as -

' the centre of the universe, the way Westerners prior. to Copernicus saw the
carth as the centre, once we understand we’re just one of the planets, a very
influential planet, orbiting around the great sun of healing, then I think we’ll .
have a much healthier attitude, and then we’ll be able to look at different
ways of integrating (CBC Ideas 2000:12).

-Much of the radio series focused on the questions regarding the connection
between CAM and science. One of the guests was Marcia Angell, the editor—in—chief of
the New England Journal of Medicine. She asserted that, “most research that’s pnblishéd,

even in very good journalé, is either wrong, or more often trivial” (CBC Ideas 2000.:16).

Nevertheless she likened the progress of science to that of a glacier, and defended the use

of randomized controlled trials as the only way to proceéd.




We developed the method, and we say to nature, do we have it right now?

And then nature speaks very loudly as to whether we have it right. But it is

not an ethnic convention. The scientific method is universal. It’s not Western.

It’s not Eastern. It is what it is because it has to be that way. It’s been. forced

on us by nature. Nature has, over the centuries, told us, this is the only way
_you’re going to uncover my secrets (CBC Ideas 2000:16). :

These examples show how questions arpund medical legitimacy are being
7 debated in bublic arenas. The sources cited ééern_ to agree that there are tWo different
worldviews ihyolved. But there are diverging opinions about how to resolve those ‘.
_ differences. The voices that are éligned primarily with Biomedicine implicitly speak from
within the cultu;al model thét affirms tﬁe objectivity and veracity of science. Science is
expected to be able to provide unequivocal answers to_fhe question of CAM’Q légitimacy.
If écience has so far been unéble to provide thoée answers, it is simply becaﬁse‘ the
standards of science have not been upheld sufﬁciently. From this position, the legitirﬁacy
of conventional medicine and the science that is assumed to underlie it is not opeh to |
debate. These dominant cultural models are not seen as requiring rgvision, even though
alternative cultural models related to other aspects of the debate (e.g., the nature of fhe '.
' Body §r fhe natﬁre of the patiént—practitioher relationship) may merit accep‘;ahce, if fhey
can be incorporated easily into existing models:
| Those v;lho are aligned‘ with alternative medicine agree that science is one source

of knowledge but see it as li?nited. They do not accept the view tflat science is separate
from cuiture or belief ~systems.‘Nor do they sée éciencé or bi_omedicing as being “the
~ centre of tﬁe universe.” Thus, they arelattempting to diminish the power }of science, and |

undermine the perspective that science is the only bridge that can effectively achieve a

resolution of the tension between the worlds of CAM and Biomedicine. The importance
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of the role of science in the debate about legitimacy is inescapable in the exafnples of the

discourse from thev Internet that follow.

‘The Internet

The Internet includes an overwhelming ém_ount'of information on cancer as well as a lvast»
array df perspectives about complementary and alternative medicine ana its relationship
10 biomedicine. This arena is ‘ciifferent from those considered previously in this bhapterlin
that there are no restrictions on whosé voices can bé heard. Anyoné can create a website.

- There are no institutionalized regulatory processes whereby some voices are determined

to be more legitimate than others (e.g., there is no peer review; and there is no need to

'~ convince a publisher of the merit of your perspective or its likely-audience).
The félléwing examble‘s focﬁs on two categories of Internet discourses that.relate
directly to this disé,e_rtation. The first category includes information about alternative
treatments for cancer that patients encounter when they search the Interhet. The second
cétegory illu_stratés thé contentiousness that cén be founél in some of the public discourses
about the légitimécy of CAM. |
When people go to the Internet searching for inforrﬁation about cancer and
possible treatment'options, they are faced .with an overwhelming. volume of info;mation,
much of it contradictory. Some of this information originates with éburces associated
~ with the biomedical eétablishment. For example, the Canadian Cancer Society, th’e

American Cancer Society, the U.S. National Cancer Institute, and the B.C. Cancer

Agency all have sections of their websites devoted to providing information about -

complementary and alternative therapies for cancer. In general, the descriptions of CAM




therapies on these mainstream websites use relatively neutral language. The websites
summarize the available research data, emphasize.the lack of scientific evidence
regarding the therapies, and recommend that patients discuss their options with their
physician's. Speaking ata confe_rence'on integrative cancer care in 1999 Whose session
transcripts‘are available on the Internet, Dr. Barrie Cassileth, a researcher with an interest |
in CAM, described the approach of the American Cancer Society (ACS)' to CAM as
changing signiﬁcantly O\rer the last 50—60 years. She pointed out that the ACS has ceased
using derogatory terms to refer to unconventional treatments. The conference transcript
says,

Dr. Cassileth explained that this change in terminology represents a major

and long—fought shift in perspective, openness, and willingness of the ACS to

look with greater interest at the potential beneﬁts of many complementary

therapies

(http://www.cmbm.org/conferences/ccc99/transcripts99/burton. html
accessed July 2002).

There are other websites that offer information and advice (and usually, access to
treatments on a fee—for—service basis) whose position on the spectrum between‘
mainstream and marginal is not so easy to discern. For example, the Cancer Treatment
Centers of America offer “patient empowerment medicine” or “integrative” medicine.
This is contrasted to the “segregated care” model where the patient and oncologist are
separate and the pattent uses CAM on his or her own as well as to the gatekeeper
model where the oncologist controls access .to CAM. Integrative medicine is said to put
the patient at the centre of a team of professionals rncluding both conventional and CAM
practitioners. This network of private hospitals in the U.S. prox-/ides Both conventional
and CAM treatments (e.g., naturopathy and mrnd—body therapies) as well as what it calls

“emerging therapies” (e.g., immunotherapy, hyperthermia, and arterial embolization).
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Their website has a “Decision Guide” for patients that gives instructions for evaluating
practitioners and hospifals according to criteria the patient establishes. It recommends
that patients “bégin to think critically about the level of care you currently receive

compared to the level of care you feel you deserve to receive.”

(http://www.cancercenter.com; accessed July 2002)* The description of the staff at the
affiliated treatment centre in Seattle emphasizes their educational and professional
connections with established medical institutions and describes their research interests,
~ thus establishing their scientific credentials.
There are many websites that offer access to well-known alternative cancer
therapies such as the Gerson diet, shark cartilage, high—dose vitamins, etc. Others offer
“access to less familiar therapies. Consistently, all these websites seek to associate their
therapies with mainstream science. For example, the Advanced Alternatives Cancer
Centre website describes the mechanism underlying a genetic therapy called R—A therapy
as follows.
Apoptosis is a scientific word which can be described by a very simple
phrase . . . cell suicide. Yes, the most recent research in bio—medical science -
(shows) that certain substances can at times cause cancer cells to kill
themselves . . . that is, they commit suicide. Why would cancer cells do this?
Scientists believe that normal cells possess an internal mechanism whereby
they can sense that they have turned malignant, and then “self-destruct.”
Many malignant cells also possess this ability, but it is weakened. R-A
Therapy seeks to stimulate the cancer cells to either self-destruct or begin a

- gradual return ~  towards. a - non-malignant state
(http://www.aacancer.com/treatments/html; accessed July 2002).

Another website offers a psychologically—based cancer prevention and treatment

approach. This website, too, substantiates its claims with references to science.

* It is interesting that the section of the guide on palliative care does not include the words death, dying,
end of life or any other reference to death but describes this kmd of care as focusmg on alleVIatmg pam and
managing side—effects of treatment.
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The evidence that diet, exercise, effective coping syles and strong support
networks are connected to healthy living is NOT new! We scientists know
that lifestyle choices have a lot to do with healthy living. . . . For a long time,
the conventional wisdom in medicine supported the idea that for the most part
we are passive victims of cancer, and, that there is little that we can do to
prevent it. Morph2Health™ is an offer of research-based information that
will place you on the path to healthier living. .

You can learn how to influence the communlcatlon between the various
cell communities located in your organs and tissues, and you can learn to
direct your conscious awareness so that you can monitor your risk for cancer.

By strengthening the innate self-healing mechanisms of your inner
physician, you can literally block cancer from taking control of your body. -
'~ By using our program, Morph2Health™, you will immediately benefit
from over 30 years of focused, cutting-edge scientific clinical research that
definitively shows that rather than being an inevitability, cancer can be kept
at bay by making specific wholeness—based, inner physician directed choices
(http://www.alternative-breast-lung-cancer-treatments. com/capablht]es html;
accessed July 2002).

A final example shows how websites pronllotingv therapies that appear to be far
from the medical mainstream still try to establish their‘ legitimacy throﬁgh science. This
website markets a herbal remedy called Lymphotonic PH-2. The website advises patients

to keep their use of the remedy secret from their health care providers.

Let them take the credit. All you care is that you have survived when all the
odds were against you. Most “closed” practitioners or specialists, would
rather see you die than allow you to try an alternative cure. Surely they would
not prevent you taking an inoffensive nontoxic herbal drink. But no! Our
experience dictates that 88% will tell you that they will STOP treating you if
you do go our herbal root (sic). Why? They are afraid that you will get better
and they will lose face, or worst still they may lose a patient. . . (sic)

We have made in vitro, pre—clinical and clinical tests in Russia,
conducted under one of Russia’s top scientists and Microbiologists . . .
(http://www.goodbyecancer.com; accessed July 2002).

In addition to providing access to conventional medical sources that present
information about CAM therapies for cancer in a neutral way and sources that are clearly
‘promoting alternative cancer treatments in order to gain financially, the Internet also

provides a venue for organizations whose sole purpose is to discredit CAM treatments for

222



http://wv%3erw.alternative-breast-lung-cancer-treatments.com/capabilities.html
http://www.goodbyecancer.com

~ cancer. The following exémple illustrates the kind of contradictory informatioﬁ regarding
a treatment’s legitimacy that can be found on the Infernet. A weBsite called

' “Quackwatch” has a seclti'on‘ on “Questionable Cancef Therapies” writtén by two MDs. It
makes a distinction between categories of alternative cancer therapies. - | |

Promoters of questionable: methods often misrepresent their methods as
“alternatives.” Genuine alternatives are comparable methods that have met
the criteria for safety and effectiveness. Experimental alternatives are
unproven but have a plausible rationale and are undergoing responsible
investigation. Questionable "“alternatives” are unproven and lack a
scientifically plausible rationale. When referring to the latter, we ‘use
quotation marks because they are not true alternatives. Some promoters of
‘alternative’ methods are physicians or other highly educated scientists who
have strayed from scientific thought. The factors that motivate them can
include delusional thinking, misinterpretation of personal experience,
financial considerations, and pleasure derived from notoriety and/or patient
adulation (http://www.quackwatch.com; accessed July 2002).

The QuackWatch list of questionable “alternatives” includes a déscription ofa
mgtabolic therapy used by Dr. Nicholas Gonzalez of New York. The description
mentions z; book mar;uscript by Gonzalez that includes data on 50 cases treated with his
.therapy. The website says that the “experts” ;}vho evaluated the chapter on these cases
;‘found no evidence of benefit.” It also 'des‘cribe§ a 1994 judgment against Gonzalez by
New York state licensihg authoritiesv requiring Gonzalez to undergo retrainihg and
supervision by the Office of Professional Conduct. Two other judgﬁénts involving
litigation by formerlpatients are déscribcd |

¢ : C
(http://www.quackwatch.com/01 QuackeryRelatedTopics/cancer.html; accessed July

2002).

“Information about Dr. Gonzalez and his treatment also appears on the U.S.

National Cancer Institute’s website in the context of testimony given to Congress by
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.Robert Wittes, an NCi official, in June ;2000. In his testimony, Wittes gives ain updatelon
the NCI’s “progress in the fight aigsinst cancer.” He mentions recent advances in
conventionél treatmcnts and also outlines NCI’s activities in the area of CAM rcsearc'h. ’
As an exarnplc of the collaborstive research being undertaken, Witt‘es describes a
randomized, prospectiv'e‘ evaluation of Dr. Nicholas Gonzalez’s therapy being conducted |
at Columbia Uriivcrsity and funded by the NCI These two different websites lcave very
different impressions regarding the legitimacy of Gonzalez and his therapy.

Asa postscript to this example, a book coj-authored‘by James Gordon® describes -
the lcgél judgments égairist Gonzales as arising from prejudice against olterﬁativc
medicine rather than bcing based on sciencc. The book points out that the NCI trieil was
undertaken after a pilot study showcd that patients with pancreatic cancer treated by
Gonzales fared much better than potients treated with standard chemot_herapy. It also
rrlentions that the NCI—sponsorcd Phase III trial hés reqiiired re—design because of its "
inability to recruit patients. People \ivho have pancreatic cancer who are willing to
commit to the Gonzalez protocol are not wiliing to take thc chance of being’randomized
to standard chemotherapy. ’fhey all want Gonzalez’s therapy (Gordon and Curtin 2000).”

| The preceding examples provide a taste of the confusing and contradictory
information that greets cancer paticnts when they go to the Iritcrnet sceking direction
aboiit treatment decisioris. Most sources of information regarding cancer tregtment

attempt to establish their credibility by associating themselves with the Discourse of

* Wittes, an MD, is Deputy Director of Extramural Science, and Director of the Division of Cancer
" Treatment and Diagnosis at NCI. _

® This is the same James Gordon whose work was cited earlier.

- 7 This book appears on the Quackwatch list of non-recommended books about cancer. -
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science. In many cases, it is difficult for the layperson to dvifferentiate between claims that
are legitimate and those that are not.
| Thié'tendency to invoke the power of science as a legitimizing strategy éppearé as

well in Internet discourses related to-the more encompassing debate abeut the legitimacy.
of CAM in general. The follovﬁng examples demonstrate the extreme polgrization that is
occurring in some arenas of public debate.

b. The U.S.. White House Commiseio_n on Complementary and Alternative Medicine :
' Pe_licy whose chairman, J ames Gordon, has been referred to earlier, submitted its ﬁnai_
report in March 2002 (White House Commission on CAM Policy 2002). Before the
report was compl_ete, Gordonvpredieted thet the'CQ'mmi.ssioh’s findings would have a
significant impact. |

I believe that the repOft we are’ going to provide the president . . . has the

potential to be, for medicine in the 21% century, as important as the Flexner

report was to medicine in the 20" century (http://www.no-whccamp.org/;
accessed July 2002). _ ' ‘

The report makes a number of recorﬁmendatiens regafding'the need for more
research into the safety and efficacy of CAM treatments, the need to incorpoi‘ate training -
felated to CAM into cohventional medical currieula, the need for better public
information about CAM, the need to'regulate CAM products, and the need to remove
barriers to public and private insurance coverage for CAM therapies, ehce their safety,
efﬁeacy, and cost—effectivenesé has bee_ﬁ scientifically proven. The repert also
recommends the creation of a federal body to oversee the integration 'ef safe aﬁd effective
CAM practices and products into the US health care system. The executive sumrhary to

the report includes the following statements.
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The Commission recognizes that most CAM modalities have not yet been
scientifically studied and found to be safe and effective. The fact that many
Americans are using CAM modalities should not be confused with the fact
that most of these modalities remain unproven by high—quality clinical
studies. The Commission believes that conventional and CAM systems of
health and healing should be held to the same rigorous standards of good
science. . . . ‘ ,

The Commission also notes the lack of an appropriate definition of
complementary and alternative medicine and the need to differentiate
between interventions that have been, or have the potential to be, found safe
and effective, and those that lack any scientific evidence of safety or
effectiveness. Including the entire mix of CAM interventions under one
umbrella fails to identify the merits and shortcomings of specific
interventions. It is essential to begin separating the safe from the unsafe and
the effective from the ineffective (White House Commission on CAM Policy
2002). . :

| Two of the twenty members of the commission wrote a letter detailing a_vnumber'
of concerns about the report’s contents. They state that the report focuses too much on
the potential benefits of CAM and fails to acknowledge the limitations of unproven and
unvalidated CAM approaches énd does not adequate}y address the minimization of risk.
Tﬁe commissioners alsp critiéize the report fvor}failing to distinguish between approaches
for which there is some scieﬁtiﬁc) evidénce and otheré that “either stretch the realm of
logic or are demonstrably unsafe.” In add'itilon, they express concerhs about the medical
éo—optation of spirituality tﬁrough its inclusion as a CAM modality. The authors endorse
‘ the‘report’s recommendations regarding CAM researcﬁ, bﬁt express concerns about.how
| these might be impl’ementedv.
| Askir;g for more research money to investigate an approach, i)ractice or
product simply because it is “CAM” is an ideological, not evidence-based
approach to science. Recommendations for research on “frontier areas of

science” without a strategy for building this research on scientific foundations
may result in spending precious health care research dollars on areas that are

unlikely to yield any beneficial data such as “iridology’”, “psychic healing”,
et al. While the dogmatic disbelief of everything that is not currently

explainable is foolish and indeed unscientific, it seems equally foolish to ask
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the taxpayer to bear the enormous expense of sorting out those areas that are
plausible from those that are improbable (Fins and Low Dogs 2002).

Reactions to the White House Commission’s report and the minority perspective
‘appear on several websites. One website sponsored by .“Citizen‘s for Science in
Medicine” is devoted entirely to opposing the Cqmmission. The inﬂammato‘ry language
used lea§es no doubt about thé sponsor's; position.

A pro—quackery tract with the imprimatur of a White House Commission
represents a serious national threat: many in the public will be bilked and
injured, scarce federal and foundational funds will be wastefully diverted, and
- third—party reimbursers will be forcéd to pay for bogus or useless remedies.
In addition, medical science itself will be forced needlessly to re—fight the
battle it won almost a century ago against the vitalists, homeopaths, and
mystics; it will consume much time, money, and brainpower that would be

better spent pursuing legitimate ventures (http://www.no-whccamp.org;
accessed July 2002).

A second website sponsored by the “National Council Against Health Fraud” has
a position statement regarding the Commission’s report. This statement also opposes the
report and the CAM movement.

No published data indicate the extent to which “CAM” practitioners use
proven therapies or the extent to which they burden patients with medically

- useless methods. However, there is good reason to believe that most provide
substandard care and seek to undermine their patients’ confidence in standard
care. ...t _

The report is carefully contrived to suggest that CAM is close to the
mainstream and that its critics are on the fringe. Just the opposite is true.

(The report’s) recommendations are a perversion of the-trust placed in
Presidential Commissions, an affront to medical science, and an assault on
consumer protection. Without science-based safeguards, any scam artist with
a far—fetched idea can open for business and bilk the public
(http://www.ncahf.org/pp/whepp.html; accessed July 2002).

® It is worth noting that despite the website sponsors’ stated commitment to science, they are still willing to’
make a public claim that, by their own admission, is unsubstantiated by published data.
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A seco.nd document oﬁ this website written _Ey a physician who is the Editor of the
Scientific Review of Alternatiye Medicine’ and a professof emerifus in Me_dicine from
~Stanford is equally critical. |
The White House Commission appears to be no more than a politically and
economically devised arm of the antiscientific and New Age movement that .
intends to overturn science, rationality, and common sense in medicine. It
seeks federally supportive research and federal -and insurance payment for
unproved, disproved, and implausible methods (Sampson 2002).
The websites that oppose thé Commission’s report 6bviously discount the
assurances contained in the report about the need for decisions to be based in science. ,'

- They hi.ghlight the “minority report,” putting more emphasis on the fact there was a lack
of consensus among Commissioners than on the content of the twc; Commissioners’
letter.

Thes¢ websites and the Quackwatch website do not limit fhemselves to an attack

- on the Commission’s report. Théy also attempt to discredit the Commissioners, for

example, by pointing out their pre—exist_ing allegiances to CAM approaches and thé

potential for. them.to benefit ﬁnancial.ly if the report’s recomm_ehdations are
implemented.'® The websites target James Gordon, the chairman, in particular. Gordon is
reviled for his previous writings and activities. The websités reveal his previous links
with a nurﬁbér'of controversial figures including R.D. Laing, the Bhagwanl Shree

Rajneesh, and Wilhelm Reich. These activities and connections are referred to as

" “Gordon’s sordid past.”

? The 1999 conference where this journal was launched has been described as an “unabashedly one-sided
assault” on CAM. (‘Science meets Alternative medicine’ Medical Post 35 (11) March 16, 1999.

* http://www.mdlink.com/mdlink/english/members/medpost/data/3511/17B.HTM) '
' As is usually the case when this kind of charge is leveled, the critics’ financial interest in the
maintenance of the status quo is not acknowledged. :
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Not all the responses to the repori available on the Internet are so extreme. In a
coniment_ on the report, the 'Washington Monthly notes that, “Insurance coverage has
becoine the brass ring of the alteinative medicine movement.” However, »th_e article’s
author does not see the report as rhuch of a threat to the established order given that
soaring cesis have forced a limitiilg of federal pa'yment fcr converitional care and other
lobby groups have other égendas (e.g., seniors who want prescription drugs covered).
the article predicts the report will “‘gather dust more than support” (Larson 2002). |

A reaction to the report from an alternative health i>vebsit_e registers a different
concern. What makes “some observers from withiri the CAM,.uniVerse”. _nervous is the
" report’s recommendetion for a greater role fcr government. “With respect to Education,.
usage cf terms and phrases like “accredited” and “appropriately trained” designaite Big. '
Brother as the determinant of how these terms are met” (Chowka 2OOI2). The author
speculates that the repcrt maiy iia_\ie little impact. He says that reporters knowledgeable
about the Washingtcn health arid medical scene point out that the report comes et a time
when spending in areas unrelated to security and the military is “riot exactly in fashion.”
But he ilotes. that the potential to save money through CAM might appeal to some
influential sectors of the government (Chowka 20025.

The deldate about the White House Commission report clearly reveals the political
aspects of the debate aboiit CAM’s legitimacy.  Although the report itself seems to
acknowledge the need for scientific justification for any decisions that are made, its
critics are not reassured (or, from‘theirvperspective, fooled). The-language and tenor of

the critics” comments indicate that CAM is seen as a threat (e.g., words like “battle,” .
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“affront,”'and “assault,” are used). The affiliation of the critics with mainstream medical

- and academic institutions suggests who and what is feeling threatened by CAM. |

Reflections

This chapter provides examples from popular discourses that express the same kinds of
cultural modgls that cancer patients draw on in f[heir explanations of the reasons
underlying their treétment decisions. Tﬁe chépter also demonstrates thevdegree of interest
in the popular sector in the iss'ues‘ surrounding the legitimacy of CAM therapies and tfle
contentiousness of some of the debate. As the Sun-editorial points out, there is alot a;[
stake: health and ﬁoney. These are aspects of life that touch everyone. For people who |
arye making decisio}ns about treatment for can;:er, their lives may Be at stake. For i)eople
who provide care to those with cancer, their livelihoods 'may be at stake. For society at

" large, the stabilify of institutions such as the medical profession, public health insurance,
hospitals, and universities may be at stake. Thus, personal, Soéial, gnd political issues and.
their intefsectidn are all implicvated‘ in the debate abo-ut CAM’S legitimacy.

The exarhples from popular :discoulrsesipresented in this chapter reinforce the
observation that fundamental ontological and épistemological. assumpﬁons are being
contested in these débafes about medical legitimacy. The Chgllenge to the Western
materialist worldview presented by some alternative models regarding ’m'atters such as

the natur'e of diéease and the nature of the body—mind and its capacities is pfofouﬁd. The
- associated challenge to positi\}is't and posvt—p(‘)sitivi‘s‘t epistemologies is also significant.

Despite these challenges, discourses related to science are nevertheless invoked in order
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vto establish the legitimacy of alternative approaches to healing. Even those wh6 seé
science as flawed want to attach themselves to its socioéultural powér.

-The disparities betweeh woﬂdviews may be at the root of something else that 1s
obvious in the preceding examples from pubﬁc discourses: the parties to the debafe are
sometimes not communicating effectively. There is a lack of common ground on which
to build a cbhérent dialbgue. Stated another way, one’s participation in the debate
depends on one’s position.with fespect to biomedicine and CAM There is a difference
between béing “inside” aDiscbursé and being “outside” a Discourse. F'or~ example, for
those who are inside CAM discourses; proponents’ descripfions of the importance of the
mind—body connection make sense. Insiders are familiar with the language associated
bwith these models and can attach new ideas (e.g.; that mental or emétional. or psychic
realms are thé locus of illness causation) to their own experience or to other associated
ideas in the discoursés with which they are aligﬁed. For insiders, bneis understanding of
these ideas may be ’perceivéd as an enlightened insight or realization. On the other hand,;
for dutsiders.with no relevant understandings, beliéfs, or experiences, such ideaé are’
‘fdelusionél” and the result of “misinterpretation of personal experienéé” andvshow how

: far the believer has “strayed from scientific thought.”"' |

The importance of one’s position relative to a given Discourse can be seen in

other examples that have been presented. The critics of the White House Commission are

! Another aspect to the insider—outsider problem is that much of what is written about CAM by outsiders
suffers from a lack of insiders’ knowledge. For example, the description of meditation contained on the
American Cancer Society’s website is, to an insider, superficial. The description asserts that, “The ultimate
goal of meditation is to separate oneself mentally from the outside world.” It also lists the experience of
“negative feelings” as a possible complication or side—effect. Practitioners of some forms of meditation
(e.g., those based.in Buddhism) would say that the arising of negative feelings is an inevitable and essential
part of the practice. And the goal is exactly the opposite of what is asserted. The goal is to see that there is
no separation between oneself and the outside world, that these concepts themselves are a result of -
inadequate apprehensions of “reality.”
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outraged that the Commissioners were CAM “insi_dcrs.” They charge that this rﬁakes it
impoésible for the report to be “objective.” But if the Commission had been concerned

.Wi.th making recomme.ndati_onsvabout biomedical policy, and its.members had all been
repreéentatives. of the Bibmedi’cal Discourse, it is likely that there woﬁld be no question
as to their levgitimacy: they would be regarded as experts in the field.

: These examples illustrate the power of Biomedicine’s hegemony. This
constellation of practices, symbols, cultural models, and institutioné is so per;/asive that
we don’t think of ourselves as “in” it. It is in‘us. Most people in Westefn cultures are
inside the Biomedical Discourse, Whether we like’ it or not. Given this-shared ground of
cultural understandings, goherent dialogues about Biomedicine are possible, even in
situations where there might be disagreement about particular issués. But a much smaller o
percentage of pgople are “inside” CAM. Without a shared cultural understanding of the

basic “t'ruths""or culturf;ll models underlying CAM discourses, méaningful Cross—
discourse dialogue is difficult, if not i_mpossiblé.
Anothé;r irnportént aspect of Biomedicine’s hegemony lies in the centrality of its
sociocultural position. Biomedicine itself is “inside,;’ whereas CAM is “outside.” This is _
‘why some of the debate is so fractious. There are benefits associated with being on the
 inside. Detractors of CAM want to keep it outside, while proponents Wantito_ move it |
inside. All of the lénguage that invokes the margiﬁality of CAM makes the relative |
position of these different discourses obvious."?
But is there an inside on the margins? The e;(amples'from public\discc.)urses

- reinforce the observation from the previous chapter about the heterogeneity and

competition within the field of what has been called CAM. The two dissenting White

’
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House Commissioner_s want to vdissoci»ate. CAM approaches that are Woﬂhy of scientific
explofation from those they deem unworthy (e.g., iridology and psychic healing). The
articles from the Sun and the Washington Monthly identify approaches they considef
legitimate (i.e., there is some scientific ei/idence of benefit) but either implicitly or
expl}citly de~légitimize othersf (e.g., the “dubious cures peddled by last-hope artists™). It
is not hard to imagine that some of the alternative treétmeﬁts being marketed on the
Internet would be considered flaky by even the strongest supporters of other CAM
approaches. | | |

Tt is in the éontext of this confusing, contested popular sector that cancer patients
must make decisions about' what treatménts they deem legitimate enough to use in their
ehéounter with the disease..'The next and final chapter of the dissertation provides an
analysis of the sociocultural processés ’through which patiehts make these decisions and
explains the role played‘ by fhe kinds of popular discourses that are presented in this

chapter.

' James Gordon’s analogy of the Copernican revolution explicitly tries to unsettle this metaphor.
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Chapter Eight

Sociocultural 'Legitimation Processes and their Implications

Introduction i
The precediilg ehapters of this dissertation portray Various' perspectives on what is
occurring as eonventio'nal‘biomedicine and-the diverse approaches to healing that have
been characterized as Complementary and Alternative Medicine (CAM) converge. In the
academie literature, attempts are “being made to define and categorize the multiplicity of
non-biomedical healing approaches that are being used. For the most part, CAM‘
continues to be charaeterized as anything that is not biomedicine. Recent researeh has
attempted to determine how many patients ‘use CAi\\/I, why patients use these therapies,
and how conventional practitioners are responding to CAM use. Mest of this research
. uncritically assumes that biomedicine is t}ie medical norm against which C_AM should be
judged. Even when the diversity of what is considered “CAM” is acknowledged, most of
this research assumes that CAM is a coherent entity that can serve as a subject of

academic and policy discourses. The primary concern in most of the academic literature,

whether explicit or implicit, is whether CAM therapies are safe and effective. There is a
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consensus in this literature that more biomedical research is heeded in order to
deﬁ.nitively_ determine the legitimacy_ of CAM therapies.

Siinilarly, most i)f the discourses in the popular media concerning the use of -
CAM take biomedicine aé their unquestioned vantage point. While the significance of
CAM use is noted and the potential merit of some CAM treatments is acknowledged,
CAM’s legitimacy and the role of CAM in the health care system remain undetermined,
‘pending the judgmcnts of biomedicine. In piiblic discourses as in academic discourses,
CAM is usually seen as a singular éntity at the‘opposite end cif the spectruin from
biomedicine. Her‘e too, science is seen as providin'g_ the means to bridge the gulf.

However, as the previous chapter sh(iws, new cultural models about the body,
about the nature of health and illness, and about the legitimacy of different ways of
knowing are being promoted through the popililar media. In addition, there are discourses
in both acéuiemic and poplilar literatures that explicitly undermine the Biomedical
" Discourse. Many competing discourses are converging. The exampleé in the pre.ceding
Ciiapter from the ciebate regarding the U.S. Commission on CAM reveal the .
oveisimpliﬁcation and the ekaggeration of black and white oppositions .that. are signs of
the shifting of social legitimacy (Parsons 1963). These public discourses tend to obscure
aé much as they reveal .‘ The situation is far from black and white for tliose wiio are
directly involved in these shifting tides of legitimation. A; shown in chapter 4, patients
with a life—threateriing illness face questions that are not éasily answered. .Patients cgnnot
wait for science to build bridges; they must make decisions and tgke action in the midst
of missing or conflicting informatiori and coritradictory advice. Chapter 5 shows how

conventional practitioners struggle to come to terms with their lack of knowledge about
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how CAM and conYentional treatments interact and with their need to respond to
patiénts’ changing expectations regarding clinical relationships. For these practitioneré,-
too, the prominence of CAM presents chéllenges, even though the fundamental‘
legitimacy of Biomedical authority has r“emained intact (.Sevlk.s 1995). On the other sidé of
the divide, CAM practitioners stand 6n the margins of medical legitimacy%isolated, on
the defensive, but convinced of the superiority of théir approach to heglling. Even fhough
the market. for CAM services and products is growing, so is the number of competing
CAM préctitioners (Séks 2000). InAthis private markét atmosphere of competition, many
CAM pracﬁtionevrs struggle to make a living. For many CAM proi)onents, the way to

bring order to the medical revolution they believe is occurring is to institutionalize a new

, _intégratiye model that combines both CAM and Biomedicine. Howeifer, as chapter 6

.
¢

suggests, it may be premature to move towards structural integration-until»ways of
bridging seemingly ingommensurate worldviews are foundll

The research .cited in chapter 1 shows that the use of CAM among cancer patients
is signiﬁcanf. My ﬁeldwqu shows that the issues raised by thé use of non-biomedical ‘
appfoaches to healing aré complex and have significant effects both on the pedple who
face life—fhreatening iliness and those who care for them. While some of these issues are
promipent in public discourses, others are not. Questions aBouf the safety and efficacy of -
alternative treétménts and their interactions with conventibnal treatments are critic‘ally'.

important. But so are questions about the safety and efficacy of biomedical treatments.

‘Concerns about the potential for alternative practitioners to financially exploit patients

~ who are vulnerable are valid. But so are concerns about the potential for organized health.

care interest groups to benefit from the public’s relative lack of clout in the health policy
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process. Criticisms of alternative practitioners who give “félse hope” to patients or who
enter into coercive or abusive relationships with clients ar e jﬁstiﬁed. But what about
conventional practitioners who “rob hope” or who keep themselves at such a professional
distance that the.ir patients feel dehumanized?

These issues are not amenable to simple solutions. But progfess can be made, 'if
: sﬁfﬁcieﬁt conceptﬁal clarity is Brought to the dialogue. This chapter attempts fo provide a
foundation for such clarity. The chapter begiﬁs with an oyerview.of the context for the '

issues that reflects lessoné learned th_rough the fieldwork.

The Health Care System: Kleinman’s Model Revised

- Chapter 1 described Kleinnian’s model of the health care sYstem,'as a cultural system.
This model identiﬁes three secfers in health care: popuiar, professional (including
biomedical and' alternative professionals), a}hd folkv Kleinman (1987)’envisions the
structure of the system ae consisting of three circles, with the popular sector being a large
circle in the eentre and the professional sector and folk sectors bei’ng two srﬁaller circles
that i_ntersect with the popﬁlar sector at either side of the centrel circle. My fieldwork
suggests a different schematic, at least in cases where.care is beinglprovided for cancer.
If we take the patient és the centre of the ,system (Which the rhetoric of biqmedicine and
many alternative systems do), and consider the legitimacy of different 'approaehes to
healing as an ‘impo(rtant dimension of the system, and incorporatelesson.s from my

fieldwork, then we have the representatiori of the health care system given in Figure 1.!

! This figure portrays some of the specifics of the local setting where I did my fieldwork but its gener'al-. |
structure will apply to other settings. ‘
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Figure 1: Patient-Centred Health Care System
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| F igﬁre 1 shows how the patiént is surro'und_ed, first and foremost, by the central
Discourse of Biomedicine. This Discourse iﬁcludes professionais such as the patient’s
fafnily physician (GP), various oncologists and other specialists, as well as allied
profeésionals such as nurses. In the case of the local setting where I did my fieldwork,
many of these biomedical professi‘onals are located in éne institution, the B.C. Cancer
Agénéy (BCCA). The lines connecting different.professionals in this space indicate lines
of communication betwee_:n professionals: solid lines mean communicétion does occur
(e.g., between the patient’s GP and the BCCA); broken lines indicate communication
~might occur (e.g., betweén the oncologist and ép:sychiatrist the patient might see for_
depression arising from the diagnosis). While the figure does not portray this (because of
the need to keep the schematic readable), it is important to note that, in addition to.
containing peopie, the space of the Biolmedical Discourse also inclvu.des discourses and
~ cultural models as well as the signs and symbols of biomedical power. All of these
entities have their own nétworks of connecting links. The Bi(.)medilcal discufsive space is
éortrayed as havinga dense background to denote thé relative cohesiveness and soiidity
of the Bibmedical Discourse.

Outside the institutionally legitimized circle of Biomedici'ne are the;.various non—
biomedical practitioners and treatments that have been characterized as CAM. Note that
these ére not represented as being located at the oppdsite end of a spectrurh frorﬁ
- Biomedicine, but as surrounding both the patient and Biomediciné in an open discursiv.e
space that is the popular sector. Sonie of the practitioners'in this space are professionals,'

i.e., they are members of self-regulating colleges with government oversight (e.g.,
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massage therapists, naturobaths, chiropractors; these are in boxes with double borders.);
‘some ére “folk” practitioners (these are in boxes with single bérders). The non-
biomedical professionals are located closer to the centre of the system than non—
profesSioﬂal practitidnérs (e.g., Therapeutic Touch or Reiki practitioners) to reﬂeét the
higher level of legitirﬁacy bestowed by professionalization. The farther away f;om the
centre, the more marginél the therapy is. Some of these professional and non—
professional .practitiloners have mutual. afﬁnitieé and niay communicate with each other
(dehoted by the dottéd lines) but most do not communicate specifically abéut the care-of
indiVidual patients. Products that might .be used to promote healing are also represented
in the schematic. Like the professional biomedical arena, the popular sect‘or’(where these
non-biomedical approachés to healing are located) contains a wide variety of discourses
;md cultural models (examples of which are presented in this diséer_fation). Some of these -
discourses and ﬁlodels support biomedicine and dehigrate CAM; otﬁers undermine
biomedicine and'promoté alternative appfdaches. Still others may not relate directly to
CAM but fhey influence people’s responses to’biomedicine and CAM (e.g., the variety of
~ discourses and models about how to be healthy and about the state of the health care
system).

My schematic suggests some changes to Kléinﬁlan;s model. First, it should be
éxplicitly noted that the pro‘fessional sector includes differentials in 1egitimaqy and
power. I.want to avoid dichotoﬁiziﬁg CAM and Biomedicine, so I am réluctant to
suggest making a distinction between biomedical and non-biomedical professionals, but
the differenée in poWer and status needs to be explicit in any model of héalth care.

~ Second, labeling all non—professional healing specialists as “folk” seems outdated and
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inappropriate. This sector now includes a wide variety of indiv_idﬁals and groups: e.g., |
practitioners of Reiki or Ayurvedic medicine, téachers of yoga or Tai Chi, health food
store employees who give advice about naturai health. products, and _member‘s of patient
support groups and Intefnct chat rooms. In fact, my fieldwork suggests dissolving the -
| b(’)uridar.y’ b’etweeh the folk sector and the popular sector since so many people.are_
>becoming “healing specialists;’ in one sense or another. I therefpre suggest simply
" making a distinction between professionél aﬁd ﬁon—professional healers and drawing a
somewhat permeable boundary between the professional sector and the popﬁlar sectér. If
integration occurs and‘more peripheral_therapies are included in the legitimized centre of
the system, then fhat centre would become a more expansive professional sector that
‘would include a Variéty of biomedical and other approaches.

Two ﬁﬁal ‘p:oints must be made about my revision of Kieiﬁman’s }Ilédel. First, the
placement of the patieqt at the centre of the circle of legitimacy is no accident. Individual
patients must make thei.r own decisionls about the legitimacy of treatments they decide to .
use. Government-affiliated bodiés thét mé_ke deciéions about professionalizaﬁon and
other policy issuve.s' are acting as proxies for patiepts and taxpayers. Thus, the hgalth.care
system is envisioned with the patient at the centre. Second, while my fieldwork suggests
that some features of Kleinfnan’s model require revision, my research strongly confirms

the fundamental assumption of his model: the importance of culture in health care.

The Importance of Culture:

My fieldwork demonstrates that the use of non-biomedical approaches to healing is-an

important cultural and social phenomenon. There is something going on. But.what is it,
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really? Many answers to this quéstion have been proposed: it is a Copernican revolution :
(Ideas 2000); aﬁ evolution to more spirifual ways of life (Gordon 1996, Robbiﬁs 1998); a
social movement (Salmon 1984; Lowenberg 1989; John.ston et al. 1994; Scheirov and-
Geczik 1996; Crellin et al. 1997); a paradigm shift (Manormack 1991); a drive for the

perfect body—self (Stacey 1997); or a return to primitivé, pre—ratidnal modes of thought
(Cassileth and Chapman 1996; Wilber 2000). Although these answeré‘reﬂect a range of
judgments about the credibility of what has been called CAM, they are united in their
emphasis on changes in wc;rldviews and ways of thinking. My fieldwork suggésts that
these specuvlations afe correct in pointing to the importance of the cultural aspects of what
is occurfing_at the interface between Biomedicine and CAM. While the social and
cultural aspects of the issues seem to be periphe;al to most of the a;:ademic and policy
attention being paid to CAM so far, my fieldwork suggésts that it is time to make these -
aspects of the issues more central. Ii is not just that people are using non-biomedical
treatments. It is perhaps more important that people are thinkiﬂg diffefently about the
. nature of the body, about the nature of health and illness, and about who has the expertise
and thev resi)onsibility to make health care decisions.

~The next section of this chapter attempts to bring new ciarity to the debate around

CAM by discussing the wayé in which individuals, especially patients, come to see |
different approaches to healing as legitimaté. My analysis will elucidate the processes
whereb:y emerging cultural models are linked with personal experien;:e to form situated

meanings that take root through social practiceé.
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Dimensions of Sociocultural Legitimation Processes

: Wheh I began my research I was seeking to determine how the legitimacy of different

: approaches to healing is sociahy constructed. Affer talhing with cancér patients I came to
the conclusion that this metaphor is inappropriate. Even though social scientists consider
“social construction” to be a complex, contestéd process, the métaphor of “construction”
- suggests starting with a solid foundation and having access to precision todlé, each of
which is carefully designed to fulfill a spéciﬁc function. It evokes images of lasting, rigid
wahs and a roof that will protect you from the elements. The reality is that what cancer
patiénts have to do is more lvike frying to pitch a tent on quic'ksan‘d»in the midst of a
hurricane. Further, describing these proc;esses as “social” (and Ir'10t explicitly “cult_ural”)
failshto ahknowledge the impor’tancé. of patients’ aﬁempts to find meaning. Cancer ’
patients are not only struggling to make treatment deéisidns; they also .vstruggle‘ to make
sense éf their suffering—these proCesseé ‘are both shcial and cultural.

There was a time when being treated for cancer was relatively straightforward:
you went to a conventional physician,vfollowed his or her instructions and then hoped for
the best. Now there is a plethora of treatments available, offered by both Biome'dici.r‘le.
énd CAM, and an overabundance of inforrhation, much of it contrad_ictory. For some,
making decisions about cancer treatment has becorhe an exehcise in self—eﬁprc\ssion, an
occasion for scrutiny of one’s idehtity and cultural allegiances. One’s choices become an
embodiment in the most serious.way of one’s valueé and beliefs. Thé wrong choice can
mean the difference between life and death.

'Most cancer patients do not reject biomedical treatment, even though they may be

aware of its limitations (e.g., Joel is willing to take chemotherapy again even though he
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sees it as destructive) or they may have ur;cngeritional views on fhe nature of the body
and illness (e.g., Angela questiéns whether cancer is a disease). The hegemony of the
Biomedical Discoursé means that its treatments are already legitimate in most patients’

- minds. In ;[1:16 éasé of biomedical treatments, it is not a question of cbnstructing their
legitimacy, but of deconstructing it..Marcia does this whén she asserts that 'Biorﬁedicine
cah tell her nothing aboﬁt what is going on in her body..

Cancer patien_t_s come to see different treatments as legitimate thrc_)ligh brocesses .
that are nﬁl_ltable. These dialectic processes are_ai function bf the_ combination of
hégemonic Discdurses that are associated with social institutions and a variety of
contradictofy discourses that coﬁtest and fesisf tha.t hegemony. The process of
legitimation is a process of inclusion and exclusion; the bdundaries change depending on
the context. The attributidn of legitimacy is seldom abwsolute'. The answer to the questién
regarding a treatment’s legititﬁécy is rarely a simple yes or no. Legitimacy is not
something that sticks to a treatment or a practitioner and stays there. Legitimzicy is often
determ’ined through trial and error. It is attributed provisionally, in ad Hoc ways. For
example, Brian believed that the hoxﬁeopathic remedies recommended by his naturopath
were legitimate enough to try because his naturopath had a good vreputa‘tion and because
' Briaﬁ’s cha;mged prognosis mAade hirp willing to take risks. But h¢ questioned the theory
of action underlying homeopathy and wondered whether his paying for the expensive
remedies (i.e., investing in them) was'shaping his sené¢ of their legitimacy.

Patiénts seem to make decisions using different standards or ‘leve,ls of legitimacy.
For éxémpie, CAM trgatments that are p’erceiyed to be natural and non—toxic seem to _

require lower degrees of legitimacy because the treatment is perceived to carry little risk.

{
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K
This can be seen in Joei’s statement that he will try something wheri it is not likely to do
any harm even if it promises little benefit. One’s prognosis is critically important here.
The standard lowers the léss one has to losé and the less con;/entional medicine has td
offer. This process éould be seen as analogdus fo cost or risk—benefit analysis, but the
complexity and'ambiguity evident in the patient profiles argues against viewing patient
decision making in such rational, instrumental terms. |

Patients’ exp_eriénces deﬁdonétrate’ tilat_the granting of legitimacy is intertwinedb
wi'th the consiruction of identity. For examﬁle, Brian is .caught between his allegiance to
his medical family aﬁd his view of himself as s;om.eon_e who is aligned with alternétive -
social andv cultural values. |

»The cbnferring’ of legitimacy is also tied ‘intQ attempts to ﬁnd the meaning in
one’s sﬁffering. Mafcia draws on cultural models about the links between social -isolation
and illness to explain the lump in her breast. This ieads her to believé thaf bringing her
loneliness and grief to the surface will facilitate her healing.

Tfust is another crucial ¢1ement in tlllefattribution of legitimacy. This is one reason
w_hy Biomedicine is in crisis. As noted in earlier chapters, in some respects, the public
has lost faith in Biomedicine, in science, and in doctors. Chapter 4 provides many

“examples of thi.s, é.g., Joel’s belief that his oncologist was using him as a guiﬁéa pig;

- Brian’s awareness of abuse and inco’mpefeﬁce in the‘co.nventional system,; Angé'la’s
dissatisfaction with the -way conventional doptors communicate with paﬁénts; Marcia’s
belief that her needs Were not met when she ha(i her surge.ry.; Linda’s comment that
p_aﬁents are ﬁot given truthful information; and Jack’s assertion that he was more éapablé

of making treatment decisions than any of his doctors. In some respects, CAM may enjoy
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a higher degree of public trust than Biomedicine‘sinee CAM ‘_[reatments are generally

. assumed to be “natural” and since the shortcomings of the models ancl treatments
associated with CAM are less well known than those of Biomedicine. Nevertheless, .- |
public discourses do include questions ab01lt CAM’s safety _and.efﬁcacy and reminders of
the field’s lack of institutional legitimacy. |

Itis cleal'r that the attributlorl of legitimacy involves parallel processes of

legitimation and delegitimation. ln the ehoices they make about the treatment regime
they will follow, cancer patients sometimes deconstruct the taken—for—granted legitimacy
of Biomedicine while at the same time building a belief irl the legilimacy of one or more
CAM treatment approaches. A treatment plan is usually provisional, subjeet to change on

" the basis of new inforlnation from external sources as Well as perceptions of harm or
benefit based on personal experience.. In addition, patients’ assessments of the legitimacy -
Qf different approaches to healing ale influenced by the meanings they give to their

~ cancer and to the rarlge of possible ways to respond to the illness. The role of cultural

models in these processes is crucial.

Cultural Models that Inﬂuence Decision Making

My ﬁeldwork shows' that patients who are using CAM'trealments for cancer draw on a A
variety of cultural models in the i)rocess of makirlg decisions about treeltment. Some of
these models are linked‘ to the Biomedical Diseourse, e.g., surgery can cure cancer if the
surgeon “gets. it all.” Some are associated with CAM diseourses, e.g., tre_atment regimes
sheuld be individualized. Other models have become Vr‘nainstreamv enough that they
cannot eaeily be identified as eitherlbiomedical or-alternative, e.g., models about cancer

~ and the immune system, models about cancer and lifestyle, and models about the “cancer
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personality.” The cultural models that patients look to for direction in their decision '
making that run counter to biomedical master models can be categorized as comprlsmg
three themes models about the nature of the hnk between the body and the mmd and
about health arid illness; models about relationships between patients and practitioners;

and models about the legitimacy of different sources and types of knowledge.

Models about the Nature of the Body-Mind and about Health and Illness
The patients I interviewed expressed a number of beliefs about the nature of the body and
how illness or healihg héppens. Some of these models reflect the influence of holistic
health discourses (e.g., J oel’s belief in the benefits of exercise and the avoidance of

A toxins). Others show the influence of psychotherapeﬁtic discourses (e.g., Linda’_s belief
that painful emotions need to be expressed). Others are expressions of models abtively |
being p'romoted‘byA CAM proponents (e.g., Marcia’s search for the meanihg contaihed in
her breast tumour). Implicitly or explicitly, the pati_ents I interviewed drew on a number
of cultural models which have been characterized as central to CAM ldiscourses and
which centradict biomedical models.” These “master CAM nﬁodels” include: the mind
can.heal'physical illness; illness carries meaning of messages for the self; treatments need
to be individualized rather than standardized; the body—miﬁd heals itself rather than being
healed by outside agents; and the individﬁal is reslsonsible for healing.

In highlighting the influence of these cultural models, it is important to point out

that some observers see the emergence of these models as less than benign. For.example,

the belief that individuals can heal themselves (and can make themselves sick) has been

criticized as victim—blaming (Lowenberg 1989). Stacey (1997) argues that this discourse




regarding the individual’s responsibility for health gets its power from its ability fo
restoreiprecisely .the values and beliefs that are threatened Hy posfmodernism: the search
for certainty _e_lnd control; the promise of continuity; and the appeal to universal criteria.
She sees this discourse on personal responsibility as a neolegitimation or
professionalization of the patient tﬁat is dialectically connected to the concomitant
delegitimation of biomedical knowledge. Stéicey decries th¢ tendency for this model to
associate illness with moral failings and sounds an alarm about this post—-modern moral
proj ect of the self. .

Afthuj Kleinman (1995) goes farther. _In describing the influence of “holistic
medicine” in the U.S., Kleinman tells the cautionary tale of the appropriation of the -
metaphor Qf holism by the Nazis. Kleinman notes, |

This is a sdbering reminder. of the substantial potential for abuse in the -
appropriation of criticisms of biomedicine. Holism in the 1930s started out as
a movement to reform medicine, but-ended up legitimizing political authority
and disguising the real sources of oppression. Its salvational ideology came to
serve truly dangerous political interests—a serious, destabilizing concern
(1995:27). N ‘
Models about the Patient—Practitioner Relationship
.As the profiles in chapter 4 demonstrate, patientsiare adopting collaborative models about
how patients and. health care providgrs should intgract. For example, Joel assesses.
‘ medical advice in light of his own knowledge and aécepfs that advice when it fits his
ideas and rejects it when it does not. Marcia insists that she is the' one who decides about

what will happen to hér body. Angela believes she and her medical care providers are

equals, just two people sharing their different but equal knowledges‘. Jack becomes his

2 Table 1 in chapter 1 summarizes the presumed oppositibns between Biomedicine and CAM.
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own case manager when he realizes that no one knows his case or cares about its
outcome more than he does.

Chapfer 7 provides examples of the ways in which partnershipfbased, consumer—

oriented cultural models are being promoted in the popular sector. Chapters 5 and 6

' illustrate the unsettling effects of these models: the balance of power changes when a

patient knows a lot about conventional treatments and more about CAM treatments than
the oncologist; patient demands for a comprehensive understanding of their disease and:
its treatment make it harder to achieve “informed” consent;> and expectations about

personal engagement and the provision of hope destabilize patient and professional roles.

Models about the Legitimacy of Different Sources and Types of Knowledge
Biomedical and public discourses look to science to determine the legitimacy of what has

been called CAM and to provide the bridge between what are envisioned as.two different

. worlds. This is no doubt related to modernist beliefs about the power of science. As

Byron Good notes, “Medicine is a domain in which ‘a salvational view of science’.

(Geertz 1988:146) still has great force” (1994:21). As the examples in the‘previ.ous

chapter show, proponents of a wide variety of ideas and treatments invoke the rhetorical

power of science to bolster their claims. Since the time of the Flexner Report in the early

20 Century, science has been the presumed foundation for medical knowledge and the

arbiter of new claims to knowledge. Many discourses in the biomedical and public arenas

3 Coburn and Willis (2000) note that in Canada, at least, legal criteria regarding informed consent are
increasingly shifting from judging adequate consent as being what a reasonable physician would divulge,
toward asking what a reasonable patient would want to know. This shift in the balance of power is seen as
being related to social, cultural and political changes, including the emergence of postmodern discourses
such as those that question the ability of science and technology to address critical social issues and the
deprofessionalization of medicine that is occurring through the demystification of medical knowledge.

249



assert that only knowledge that complies with accepted rules of logic and reason and
knowledge that ls grounded in scientific et{idence are Worthy‘ of institutional legitimacy.
But the use of non-biomedically sanct‘ioned therapies and the emergence of cultural
' models‘ that undermine conventional Western ontology and epistemology are unsettling
this biomedical status quo.
My ﬁeldwork_ shows that, when patients create situated meanings, socially
legitimated, “ofﬁcial;’ medical knowledge is only one piece of the puzzle. Patients are
"faced with the challenge.of making decisions about treatment often in the absenee of
definitive answers from science. In additlon, tlle pattients I interviewed expreesed cultural
models that undermine the autho_rity of meclical science, e.g., science is made to be B
overthrown; biomedicine is too narrovxl in its excluslon of the emotionaland spiritual; alnd
science discounts intuition. They also drew on models that afﬁrrn the legitimacy of other
‘ways of knowing. For example, Marcia glves credlbility to healers who can “read” her
"body using their psychic,abilities.‘ Angela aligns'herself ‘with Eastern meditation teachers
énd practice:s. Jack relies on infornlation from other patients whose experience he trusts.
The Dreyfus model of the phenomeriology of human learning (Flyvbjerg 2001)
describes the development of expert knowledge in e way that provides a provocative
perspective on the question of whether sciencecan-or should be the arbiter of medical
legitimacy for patients. The Dreyfus model outlinesl five levels in the process of learning
a new skill (defined broadly to include technical skills, social skills, andv.intellectual
skills): learners start at the novice level, then move. to the adv-anced .beginner level, then
to the competent performer level, then to the level of proficient performer, and finally

advance to the level of expert.

8
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At the novice level, people learn facts, qharacteristics,and fules regarding the skill
to be IearnedT These are independent of context. The learner adVancés to the next level by
engaging in real;life experience. Through trial and error, the learnef begins to recognize
relevant elements in relevant sifuations and'thus begins to recognize the impoftan’ce of
contéxt._ At the next level, the chpeteﬁt performer learns to makle- sense of the
overwhelming array of concrete_insta_rices she or he has experienced by devéloping the
ability fo apply hierarchical, prioritizing procebdurés. At this lével, the ébility to inte‘rfv)ret
the éontext and make judgmeﬁts becomes crucial. Competent performance is
characterized by lsogical information proceésing -and analytiéal problem solviﬁg. At the
first three levels of performance, éo'nscious_ choices are made after reﬂection about the
alternative elements, rules, and plans available.‘

At the fourth level, a different type of performance eﬁerges. Proficient
performg:rs tend to be deeply involved in their actions and use perspeétives that h?llve
evolved through: conéidéréble experience in previbus relevant situations. Througﬁ the

workings of memory, spontaneous interpretation, and intuitive judgment, plans and

expectations about actions and their consequences develop. At this fourth level, deep

intuitive involvement in performance interacts with analytical decision making. The fifth-
‘and final level, that of the genuine expert, the virtuoso; is characterized by the

instantaneous fit between the recognition of the demands of the situation and the

recognition of relevant decisions, strategies, and actions. This levelis characterized by

_-effortless, intuitive, holistic, and synchronous action. “In normal familiar situations, real

experts do not solve problems and do not make decisions. They just do what ‘works’”

(Flyvbjerg 2001:17).
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This model describes a qualitative diffe?encé betweeh the first three and fhe_ last
two levels of expertise. Logically based action is replaced by experientiélly based action.
Reason is complemented by intuition. The model explicitly connects increasing levels bf '
skill acquisiti_oh with decreasing levels of analy'tic rationality. The model profoun'dly.
.un'settles predominant Western views about scientific rationalfty being the correct

" grounds for expeﬁ knowledge.* After hearing one of the originators of the modevl speak;
Jurgeﬁ Habermas réportedly said, “You are talking about skills like hammering and
.playing chesS, but what you really want to do is undermine Western society” (Flyvbjerg
200‘1 :22). The rﬁod'el challenges assumptipns about the legifimacy of science and reason
by revealing the hegemonic péwer of the discourse. What Flyvbjerg calls the rational
- ‘fallacy |
consists of raising analysis and rationality into thé rﬁost important mode of
operation - for human activity, and allowing these to dominate our view of
human activity: so much so that other equally important modes of human
understanding and behavior are made invisible (2001 :23).

Some elefnénts of the Dreyfus model are reminisceni of the epistemological
models associated witﬁ'CAM: The perspective on the body and health that is attracting so .
'm,any adherents does not dichotomize the mind and the body, but views the body—mind
as a holistic system. Emotions, intuitfon, and spirituality are Valued;A they- a;e-ﬁot seen as‘

inferior to reason. CAM models point out the limits to scientific rationality. Non—rational

ways of knowing are seen as legitimate. Like the Dreyfus model, these ontological and

4 This model also challenges the move towards evidence—based medicine since tying clinical practice to
rules would limit practitioners to the competent performer level; a strict adherence to evidence—based
medicine would preclude performance at the proficient performer or expert level.
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epistemological models undermine the reductionist, scientific model that the rhetdric
posits as the foundation for Biomedicine.’

The Dreyfus model suggests a new way to understand how patients.make
decisions and why the)i value models about the legitimacy of non-scientific ways of
knowing. The patients I interviewed did not claim to be experts in biomedicine orin
CAM. But they did seem to see themselves as experts in how to live ‘their own lives.
When the patients 1 interviewed received their cancer diagnosis, they began learning.
They read bdoks, searched the Internet, attended lectures, and talked to other cancer

patients. They tried to garner as much scientific inforniation as they could. But they knew -
this information could not promise them certaintsl. Patients examined_costs.or risks and
benefits rationally, but they understood that this kind of analysis could only take them so
far toward the decisions they needed to make. In the making of situated meanings around
the legitimacy of a cancer treatment, patients use rational discourses related 'to science
and medicine, but these are juxtaposed with other discourses, other cultural models, and
‘ combined with action and experience. For patients, as for learners at the higher levels of |
the Dreyfus model, ccntext is all-important.
Are these patients acting like experts? Joel did not hesitate to _ﬁre his first-
oncologist or reject his CAM practitioner’s advice to go on a fast, given his knoiwledge of
his bcdy and what he needed. Brian relied on his own “felt sense” of what treatments

were beneficial. Marcia believed that intuition was a more credible authority than the

3 Despite the rhetoric, studies in the sociology of science show that science does not develop simply
through the application of objective, rational procedures. The development of science is social, i.e. not only
are scientific skills and knowledge learned in social settings but scientific activity is influenced by social
factors such as the vested interests of funders, alliances among researchers, and political correctness.
(Latour and Woolgar 1979; Collins 1985)."




non~sp‘eciﬁc, standardized guidelines of biomedicine. Linda made treafment decisions
intuitively, wﬁile doing the dishes, after doing a great ’deal of research about all the
options, with all the contradictory information spinning around in her head.
It is not sufprising that cancer patients value non—scientific ways of knowing
given the ihability‘ of sci‘ence to provide cert;clinty about treatment decisions. Cultural
models that legitimize élternative epistemolqgies would have some appeal, given
patients’ need to understand their situation and justify their decisions. In addition,
patients may correctly perceive that they are the experts when it comes to personal . ,
treétmeht decisions. But‘whatv about the other models that patients are adobting that run

counter to hegemonic cultural models? How do they come to be seen as credible?

The Spread of Cultural Models

Processes of cultural legitimation depend on relationships and allegiances and the
interplay between interpersonal interactions and personal identities. In the midst of this
interplay of the interpersonal and the personal, cultural models get expressed, tested, and
adopted, often after being adapted to fit with other models or values. The metaphor of
contagion (Sperber 1996) is probably apt. But how have CAM cultural models that
oppose master cultural models associated with Biomedicine ‘managed to infect so many
people?
Quinn and Holland note that cultural models

are compelling in a way that does not depend on what the experts say and

often seems highly resistant to revision in the face of apparent contradiction.

Largely tacit and unexamined, the models embed a view of “what is” and

“what it means” that seems wholly natural—a matter of course. Alternative

views are not even recognized, let alone considered. . . . Cultural models
grant a seeming necessity to how we . . . live our lives (1987:11).
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But this dissértation presents maﬁy examples of people who have adopted
altérnative cultural models. As noted in Chapter 2, Parsons (1963) thepriz_ed that
subculturés that deviate from the norm but seek legitimation within the dominant context
‘must convince people of the validity of their own interpretations of cultural value

_systems and.‘ideo_lo‘gies.' Traditional institutions must then be delegitimized with réference
to those shared cultura1 beliefs and Valu¢s. Parsons asserts that this process is
characterized by tension and oversimplification. Chapter 7 pfovides clear examples of the.
overéimpliﬁed discourses about the legitimacy of CAM vs. Biomedicine that'are |

- currently occurring in public arenas. But there i.s more going on here, since it is not only

thaf intérpretations of shared models are being changed,'but models that are not
commensurate with accepted models are being adopted. The spread ofvnon—mechanistic,
non—materialist perspectivés on the nature of the bpdy—mind stand out as particula'rly

important.

Frame Alignment Theories

The s'tudy bf how social movements form and spread provides some insight into the ways
.i'n which alternative cultural modeis get adopted. Frame alignment théorists focus on the
ways in whiéh social movement leaders attract adhefents. “Frame” here denotes
interpretive schemata that render.events or experiénceé meaningful. Frames function to
organize experience and guide action (Snow et al. 1986)..'Thu‘s, the sociological concept
of »frame is comparabie to the concept of Culturéi model used in anthropology. Snow and - |
Benford (1988) outline thfee c.(')re framing tasks that social moverﬁents mgst ﬁndertakc:

“diagnostic framing” refers to the process of .identi.fying a problem and attribll;ting‘blame
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or causality fof that problem; “prognostic framing” suggests solutions to problems and
identifies specific strategies, tactics, and targets; and‘“r‘notivat_ional framing” provides the
rationale and impetus for action. | |

Frame alignment theérists assert that these three framing tasks can be
accomplished By four different_types of ffaming activity. “Frame Bridging” refers to “the
linkage of two or more ideologically congrueﬁt but structurally unconnected frames
régarding a particular issue or problem” (Snow et al 1986;467). Linking the public’s
coﬁcérn about the rising_cosfs of Medicare with patients’ dissatisfaction with the way
conventional physicians communicate would be an example of diagnostic framihg
-achieved through .frame Bridging.

“Frame émpliﬁcation” refers to the “clarification-and invigoration of an
interpretive frame that Bgars on a particular issue, proble_m‘or set of eveﬁts” (Snow et al.
1986:469). CAM prop_onents." descriptions of the beneﬁté of a holistic, natural way of
treating disease where the patient isv a partner in the healing proceés wo.uld be examples
()If prognostic framing using fratﬁe ampliﬁcation strategies.

" “Frame extension” refers to the process of extehding the boundaries of the
movement’s primary framework to encompass interests or perspectives that may be
incidentél to theo’bj ectives of the movement but highly salient to potential adherents. The.
excerpts iﬁ the preVious chapter from‘Rébbins (1998) that link CAM with other social
movements such as feminism, the peace movément, and patients’ rights movements .
prdvide. an example of motivational framing using frame extension. |

These descriptions of ho@ differént framing activities ca;n influence people’s

cultural models all help to explain how some of the cultural models associated with CAM

'
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are being strengthened and distributed through Western culture. But the fourth type of

framing activity is most relevant to the question of how CAM models that oppose

dominant cultural models come to be adopted. “Frame transformation” is required when

the movement’s values and causes are antithetical to existing values or models. Frame

transformation requires that people come to see the problem in an entirely new way. Two

~ types of frame transformation have been delineated. Domain-specific transformation.

refers to changes in the> way in which a contained domain of life is p_e'rce_iyed. When Jack
rgalized that fh_e other prostate cancer patients in his nefwork were right about the need
for him to take charge of his treatment, his frame or model about the nature of the
physician—pétient r'el‘a‘tionship was transfo'rfned, but his worldview was not. In contrast,
the second type of frame transformation consists Qf broad changes in the way all
experiences and eventsAare interprefted. A new “master fram‘e”'displaces a pre—existing
one and a global transformation has occurred (Snow e.tv al. 1986). _Angela’.s adoption of

Eastern ontologies and epistemologies through her long—term participation in the

counter—culture is an example of a global frame transformation. -

The effectiveness of framing activities is constrained by several factors, including
the extent to which the new frames are relevant to the experiences or the lifeworld of
those who are exposed to them (Snow and Benford 1988). This innt is crucial to

understanding how alternative models associated with "CAM discourses “infect” those

~who come to adopt them. As shown in chapter 4, a cancer diagnosis is profoundly

unsettling. Patients are highly motivated to find ways to make sense of the diagnosis and
prognosis. They are suddenly immersed in the cancer culture, which includes messages

about what it means to be a good cancer patient as well as the conflicting voices of CAM
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discourses heard against the background of the Biomedical Discourse. Patients face
extreme uncertainty at a time when they are anxious and therefore vulnerable. For some,
with a strong allegiance to either CAM discourses or the Biomedical Discourse, the
situation may not result in frame transformation. But for others, new alternative models
do take root. As Quinn and Holland note,

Among alternative versions of what is legitimate and what is inevitable, a

given ideology is most compelling if its rightness engages the sense one has’

of one’s own personal uprightness and worthiness, or if its inevitability

engages the view one has of one’s own inherent needs and capacities. These

matters lie at the heart of our understanding of ourselves and our place in life-
(1987:13).

If one’s interests are seen to lie in the repudiation of an old model and fhe
adoption of a new one, which 'is often the case when conventional medicine cannot offer
hope br comfort, itv would not be surprising if any anxiety that might arise befcause of the
adoption of a marginal or soc‘ially unacceptable belief or behaviour would be overridden

by the need to Quell the anXiety about losing one’s life.

_The Crucial Role Played by Personal Experience

My fieldwork suggests that, while being exposed to a cultural model and having a high
degree of neéd or motivation to_.adopt a new model are important factors in the way *
situated meanings around legitimacy are created, these two influences are not e_nough. In’
order for new cuﬁural models'to be accepted and_vused in the process Qf creating situated
méanings, thé model and the motivation to find méaning must connect..with personal
experience. This link with ‘experience allows cultural models to be used és sources for the -

creation of further situated meanings and assemblies of situated meanings. For example,
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before being diagnosed with eancer, Joel knew hofhing about the drsease or its vtreatrner'lt.
I_—Ie' was advised by both his cdnventronal and complementary physicians to take
chemotherapy, so he did. But. his subsequent experience of chronic fatigue prompted Joel
'to adopt cultural mode_ls about the dangerous side—erfects of chemotherapy. Interestingly,
Joel was aware that a recurrence could prompt him to override_this cultural model.‘As
another example, althoggh Brian found homeopathy’s explanatory models far—fetched,
he provisionally accepted the merit of homeopathy because o_f the reputation of his
naturopath. However, after experiencing no beneﬁt‘from the treatments, }‘1e s'ropped rrsing
them and stopped seeing the naturopath. Angela’s case shows how the adoptionv of |
models can shape experierrce. After she decided te adopt the medel that “everything is
sacred,” she discovered that her perspective on cancer changed dramatrcally. Linda
prO\rides another example of how models shape action and experience. She acted in
aecordance With-the eultural model of “the good cancer patient” even though s}r'e did not

agree with the model because her experience told her she would receive better care when

- she complied with this hegemonic model.

~ The patients’ stories are not the only parts of the fieldwork that demonstrate the
,imr)ortanee of personal experierrce. The story of the retired surgeon in chapter 6 provides’
a clear example of how t}re link betrNeen personal experience and a cultural model can |
bring about dramatic transformat'rbns of situate'd'meanings. The commer‘ltssof the former
Tzu Chi Institute administrator irr the same chapter about the need for an experiential
understanding of integration further reinforces the irrrportance of personal éxperience,
espeeially when the validity of a model that contradicts earlier models is being tested.

But for such models to take root and become ongoing guides to interpretation and action, -

A
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the link between models and experience must be reinforced. This occurs in social

~ situations.

Communities of Practice
In their analysis of situated learning, Lave and Wenger (1991) discuss the process
Whereby new cultural models interact with direct experience within social contexts. They :
propose that the concept of “legitimate peripheral participation” describes the ways in
which outsiders learn to become insiders through their participation in communities of
practice. Their theory of social practice
emphasizes the relational interdependency of agent and world, activity, |
meaning, cognition, learning, and knowing. It emphasizes the inherently
socially negotiated character of meaning and the interested, concerned -
character of the thought and action of persons—in—activity. This view also
claims that learning, thinking, and knowing are relations among people in
activity in, with, and arising from the socially and culturally structured world.
.. : (The world’s) meaning . . . (is) produced, reproduced, and changed in the
course of activity (Lave and Wenger 1991:50-51) (emphasis added).

Byron Good describes a similar dynamic in his discussion of a cross—cultural
analysis of _illnesé narratives by Early (1982, 1985, -and 1988 cited in Good 1994).
Quoting Ear1y5s definition of illness narratives as a “middle level system between
experience and theory” Good explains that, these narratives “allow (people) to develop
an interpretation of illness in relation to a local explanatory logic and to justify actions
taken, thus embedding the illness and therapéutic efforts within local norms™ (1994:141—
2).

But a story alone will not suffice. Good, like Lave and Wénger, emphasizes the

importance of embodied action in a social context.
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.»We should conceive of culture and reality as embedded in activity, in

~ interpretive practices of members of a society interacting with the social and

~ empirical world to formulate and apprehend reality in dlStlnCthe ways (Good
1994:174). :

The rhythms and disruptions of experience presume a socially organized
lifeworld, and a description of the contours of the social world as experienced
requires attention not only to the cognitive shaping of experience, but to the
sensual body as well (Good 1994:123).

The patients I interviewed were participating in a variety of “communities of

practice” or social situations where cultural models and experiences related to both

' Biomediciné and CAM’s leg{timacy were being discussed and interpretéd. These

included: intéractions with health care practitioners; conversations with members of

~ informal social networks (e.g., about others’ experiences with different therapies or their

perspectives on.different cultural modeis); group activities éuc_h as patient support
groups‘, yoga or Tai Chi cleisses,_'or meditétion groups; lectures or workshops given by :
CAM proponents.; and Internet-mediated social networks (e.g., Jack’s network of
prostéte cancer-patienfs). |

Biomedical and CAM practitioners al.so take part in communities of practice
where fhe legitimacy of different approaches to healing is'_assessed. Bernard’s .description
of his colleagues’ research to test their observations about lung cancer tréa‘tment‘ prbvidcs
an example of a situation where a mo'del‘(or hypothesis) was evaluated against
experien_cé (using scientific methods) in a corﬁmunity of practice (the medical unit) and
found to lack validity. Participation in these kinds of communitieé of practice allows
competiﬁg cultural models to be tried out and then discarded or accepted. In these sociai
situations, models or frames are bridged, amplified, exterided, and'tra'nsformed. They are
also likely ;[0 be conteéted, éi‘n;:e most social settihgs are pluralistic. Participation in these

communities of practice occurs within a larger social context that is similarly marked by
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dialectical tensions: the Discourse of Biomedicine with all its.institutionalized weight and -
power is juxtaposed with counter—hegemonic discourses, includirig the discourses

 associated with CAM.

The Socidcultural Attribution of Medical Legitimacy: A Model
‘The preceding analysis argues that individuals confer legitimacy to tl particular‘approach
to he‘alirig by connecting cultural models with pérsonal experiences that occur within
st>cial contéxts. My analysis shows that iegitimacy is attributed in provisional, ad hoc
ways, where context is critically important. Thé individual context includes factors such
aé one’s sense of identity and agency, perceptions of risk and cost vs. benefit, degree of
trust in various authorities or expeits, and one’s motivations, which in the case of cancer
patierits include the need to create meaning in the face of a life crisis. When making |
decisions about using CAM treatmenté, one’s ability to pvay .‘also plays a rolé. A

A personal, situated meaning regarding iegitimacy develops throilg_h the interplay

of a variety of cultural models that alloYv the individual to interpret his or hér experience.
These models may be i:ontradictory, partial, and .only provisionally 'eiccepted as true. In
order for sucii modéls to be accepted, espe‘cially ones that contradict estai)lished models,’
somevk.ind of pérsonal experience that fits the content of the modelvisf crucial. The testing
of cultural models against expeiience occurs in social settings that are éffected by
iristitutionalized social structures and Discourses. Thus, the personal‘attribution of

legitimécy is influenced by cultural legitimacy and by\social legitimacy. Legitimation

takes place in a pluralistic atmosphere of contestation.
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Figure 2 shows how individual patients are embedded in a sociocultural network
that includes inforrhal so.cvial- groups as well as social institutions. All of .these can be
considered “communities of practice™ with respect to questions about the legitimacy sf
diffe;ent approaches to'.healing. The circle of communities of practice closest to the
pétient includes friends, family, colleagues, patient groups, and other social networks
through which pati'ents afe exposed tQ diverse cultﬁral_ models and within which actions
and experiencles'get interpreted. Thése individuals and groups would be categorized as
part of the pop.ul.ar sector'in Kleinman’s (1978) model of the health care system. The
primgry connectior¥s between the patiént and these individuals or groups are shown in the
figure. There ase aiso connections.among the. groups repfesented by the boxes (e.g., o
family members and friends may reinforce the same cultural models) but these are not
shown because of the need to keep the figure comprehensiblAe.‘

Surrounding the patient and the communities of practice closest to him or her are
biofnedical and CAM professionéls, non—professional .CAM prastitioners arid various
“social institutions such as hospitals, educlationél institutions, and the media. All of these
conveyi cultural modeis, discourses, land Discourses thavt.i'nﬂuence‘ the construction of

- meaning and the attribution of legitimacy. Some, such as hospitals, are also communities

of practice, since they are sites of experience and its interpretation.
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Figufe 2: Sociocul_tur;al Legitimation Network -
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It should be noted that the model for the personal attribution Qf medical
1égitimaéy I describe differs .frorﬁ more cognitively—orientéd modéls such és the Health
Belief Mddel or the Theory of Reasoned Action (Poole.et al. 2000) that explain health
decision making by referring only to beliefs and at:\titudes. My mo’delli élso differs from
frame alignment theories that similarly focus on cognitive models and-laﬁguage. My

fieldwork clearly ciemonétrates that thought processes are not the only 'f_actors that

influence patient decision making. Emotions and embodied experiences are crucial,

especially when the health of the body and the creation of meaning are at stake.

Implications for Health Care Policy, Practice, and Research

My research was undertaken in a political and_historical context where both.the
l.egitimacy of different approaéhes to healing and the‘ grounds for medical legitimation‘
are being contested. My fieldwork revealed aspecis of the lived experiences of
lindivid'uals that are too ‘c.)ften obscured by ,the academicdnd public dis_cburses ébout
médical lggitimacy. This dissertation has elucidéted the emic perspectives of those who
are inside biomedicine, those who are on the margins of the health care system practicing
an approach to healing considéred co.rnplementary or alternative to vbiomedicine, and
Iﬁost importantly, those who must fnake life and death treatment décisiOné in the face of
extreme uncertainty. The dissertation sho§ved how individuals think about and negotiate
different claims to medical legitimacy: it demonstrated that these processes link
individual identities a{1d beliefs with official, profgssionally legitimized knowledge and

culturally legitimized models.
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My fieldwork suggests that while “CAM” may ‘be a us¢ful‘rhetorical device in

© some contexts, in the realm of personal health care decision making, the term is too
general and encompasses too much diversity to be useful. This may alsn be the case in

' thé health care policy and research arenas,.where conceptual clarity and specificity are
needed. My fieldwork suggests thét there are two ways in Which increased clarity in these -
ﬁeldiév can be achie;}ed: first, by asking policy and research questions about spéciﬁc
medical treatments, practices, or systems individually rather than asking questions about
“CAM” as if it was a monolithic, coherent entity; vand second, by making clear
.distinctions between patients’ use of particular treatments or approaches to h¢aling and

‘ -‘ their adherence to different cultnfal models. The actions people take to pfomote health
and healing should be distinguished from the reasons why they take these actions. These
are ob\‘/io‘us’ly not separate phenomena, but to focus primarily 'on the use of CAM
treatments and neglect the complex motivations and contexts surrounding their use qouid
weaken policy, pracfice and research initiatives by failing to incorporate importént
dimensions of CAM use. -

' My ﬁeldWork indicates that some cancer patients are adopting cultural models
that have the potential to prompt signiﬁcant changes in Canada’s health care system.
These models concern the nature of the body and healing, expeétations about the patient—
practitioner relationship, and beliefs about the kinds of knowledge that can be used to
determine médical legitimacy. Some of the patients I interviewed were taking very active
roles in their own treatment. It seems the most important question f_elated to health care

policy and practice that is raised by the stories of these patients is whether and how the -

health care system can better support patients who are willing and able to take this kind
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of active role so they can make the best decisions possible. Although CAM proponents

and somé biomedical professionals are advocating thét the professional ﬁealth care sector
become larger and more inchisivé, perhaps a more fruitful direction for health care pblicy
and practice would be to .strehgthen the popular sector. Ths patiéﬁts WhQ took part in my
resegrch may be pbinting to a way to re—orient the health care system that could make
health care both more effective and more economicslly sustainable.
j Thé resuits 6f my. fieldwork provide some guidaﬁce about how to move through

the process of considering policy.initiatives. desigﬁ_ed to achieve a strengthening of the
\ popqlar. sector and how to address the questions fsr health care pre_lctics and research that
such initiatives might generate. For esample, my ﬁeldwork and the Dreyfus legrning _ |
model suggest that any consideration of these kinds of policy initiatives should take an
inclusive view of who might have relevant expertise. It seems li'kely ‘that the expertise of
conventional i)rofessionals would need to be ccv)mplem‘ent.ed by that of patieﬁts and non—
biomedical practitioners. In addition, my model fegarding socio—cultﬁral legitimatioﬁ
pfocessés suggests that rational explanations of gﬁfamiliar or contested cdncepts or
models are unlikely to result in robust understandings uhless experien‘sial learn.ing |
' opportunitiesr in communities of practice are available.
My ﬁeldwork and the policy question it raises provoke.a myriad of research

queStions. Investigating these theoretical.and applied research questiqﬁs would contribufe
to a more thorou‘.gh understanding of what is happening at the interface between
conventional medicine and “CAM” and how th)e health care system should respdnd.
vExamples of the theoretical questions are: How widespread is the adoption Qf particular

cultural models about the body and healing, about clinical relationships, and about
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different epistemolc')gies;? How do different models or frames extend, amplify, bridgc or
transform each other? How do various public media sprcad counter;hcgemoriic cultural
models and how are the agendas of dif_ferent media controlled? What is the role of CAM
leaders in the spread of new cultural models? How is the entry of corporate piayers into
| the “CAM marketplace” influencing the situation? What kinds of experiences are most
-influential in the repudiation of old cultural models and ihe adoption of new ones? What
characteristics of Social settings influence the spread of cultural models?
The questions that apply to health care practice and policy include‘the following: '
How many patients are willing and able to take highly active rolesi in thcir care? How can
these patients best be su;iported to rriake good decisions? How are patients evaluating the
information they get from the Internet and from ctirer unofticial éources‘? What does
informed consent miean in contexts where patients are empowered to take more
responsibility for decision making? How can health care outcomes be Vmonitored in cases
where patients and practitioners are working in partnership? What are the differences 1n
the cost of health care for those patients who take an actii/e role in their care and use
CAM approaches and vthose who adopt more traditional patient .roles? How can
practitioners and patients articulate their own health—related cultural models quickly and
effectively sc they'carrcornmuniceite better? How can conventional practitioners cometo
understand urlfamiliar models about the body and healing, e.g., w_culd experiential
training scssicns be effective?‘
This dissertation has shown that there are important ontological and

epistemological questions'being asked about Canada"s‘ health care system in the interface |

between Complementary and Alternative Medicine and Biomedicine. Clues about how to .
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resolve these questions can be found in the experiences of the people whose stories and
perspectives are presented here and in my analysis of the processes through which
individuals struggle to determine the legitimacy of different épproaches tci healing. Bnt‘
some cautions muét be offéréd. First, this research is exploratory and descriptive only. It
is constrained by the limitation\s noted in chaptei 3. The research participants were self—.
- selected and the samples _Were small, especially the sample of CAM practitioners. The
~data cnllection, analysis, and interpretation were inévitably inﬂuénced by my‘OWIn '
position with respect tn the researcn issues. While I have endeavoured to provide a
balanced perspective on the issues that has intellectual integrity, the ethnographic method
allows no illusion of p(jsitivist objectivity. This di'sse_rtation‘ researc}i needs to be verified |
zind angmenf[ed by othei studies. |

The second caution is av reminder that the research fncused on the.waysv in which
personal conceptions of legitimacy are socially and culturally constructed, not the larger
social nrocesses whereby medical legitimacy beComés institntionaliied. The questions
' thaf individuals face when confronted with a diagnosis of cancer are different from the
| qUestinns society faces when confronted with demands to integratg additional approachés
to healing into.the health care system. Wnile I have tried to situate the experiences of
patients and practitioneré in the bioadéi social context, [ have not atte'mpted to investigate
the complex political and economic context Surrounding thle determination of institutional
legitinlacy.’ Political an_d‘economic issues that [ have not explored include the
organization of health care providers into professional groups, the involvement of large

v

‘corporations in the commercialization of CAM, and the ways in which access to CAM is

limited by people’s ability to pay for CAM products and services.




The third caution relates tc the tendenCyA to look for unari‘ibiguous answers and
solutions to the debates around CAM’s legitimacy. ‘This ethnographic study described the

complex and contradictory situations of people with cancer and those who care for them.

* There are many cultural and social discourses and structures currently at play, and all of

them have both helpful and harmful possibilities.
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Case #1: Joel _
Profile presented in chapter 4.

Case #2: Mary

Mary was a 50 year old medical social worker who had 1mm1grated from Hong Kong
when she was a young adult. She was interviewed at a hospice while receiving palliative
‘treatment for recurrent breast cancer. When her cancer was first diagnosed (more than 10
years before the interview) Mary had surgery and radiation. Subsequently she began
taking reishi, a mushroom-like plant that in traditional Chinese medicine (TCM) is
believed to have cancer—fighting properties. She began taking this on the basis of
information from friends and family, especially her brother, who knew people who
imported the product from Japan and who told stories of the.product’s effectiveness.

Mary got a lot of advice from different people about alternative treatments for -
cancer. She listened to this advice but did not necessarily follow it. She was sceptical
about naturopathic doctors, having been to some who she felt were more interested in

selling her their medicines than in helping her. She reported similar reactions to some of . -
tthe TCM doctors she consulted. She believed that it was best to take as little medicine as
possible, so she decided not to use anything but the reishi and to exercise and eat healthy
food. In making decisions about what treatments to try, she relied more on information

* from her social network than on scientific research. ' ‘

When a recurrence in her bones was discovered several years after her first round
of treatment, Mary underwent chemotherapy. In the years after that, she received various
courses of chemotherapy, which she combined with taking reishi. Mary believed that
Western medicine would fight her cancer and that the reishi would boost her immune
system and help rebuild her body. Her oncologist knew nothing about reishi and could
not advise her about how to integrate it into her chemotherapy regime, so Mary
established a routine of integrating the reishi with her chemo treatment based on her own
observations of the effect of the herbal treatment. She did not take reishi in the few days -
before and after a chemotherapy treatment because she did not know how the two would
interact. She said that she could feel the difference in her body after taking reishi, that she
felt stronger, so she felt it was effective.

Mary was a member of a cancer patients’ support group at a local non-profit
organization. This group was very important to her, not only because she got emotional
support, but because the other members had lots of information about different treatments
and this helped her make decisions sometimes.

‘ Mary reported a time when her Qi Gong group tried to send her healing energy
(Qi Gong is a Chinese exercise that combines mindful breathing with patterns of slow
movement). She did not believe this was effective, since she did not feel any difference.
She said, “How can I believe in something which looks a little bit ridiculous, -and then
after the treatment, I don’t feel any change. I have to believe in my body.” Mary felt her
own observations and intuition were the most reliable sources of information about the
legitimacy of different approaches to healing. She said,

I believe in my intuition. If a doctor says how great (something) is but my gut
feeling is that this doctor may not be caring enough or may be bragging too
much, then I won’t go to that doctor. So I look at the doctor as a partner in
fighting cancer, so I need some respect from the doctor-as well. 1 won’t
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accept doctors who try to dictate everything and expect me to Just follow
bhndly »

Case #3: Brian
Profile presented in chapter 4.

Case #4: Jeanette

Jeanette is a 69 year old writer who was diagnosed with breast cancer after having a
surgical biopsy. The specimen from the biopsy was difficult to assess, so several
pathologists reviewed the slides before the cancer diagnosis was‘confirmed. Mastectomy
and radiation were recommended. The possibility of chemotherapy was raised. A few
days after receiving the diagnosis, Jeanette realized that she had “gone into overdrive,
mentally” and had become caught up in a belief system with which she did not agree. She
sat down and wrote out a list of what she really believed. This list included a number of
cultural models that undermine conventional medicine, e.g., “I can heal myself;”
“Chemotherapy is poison and will damage my immune system;” and “Radiation is bad
for my body and should only be used as a diagnostic tool.” Jeanette reminded herself of
her long—standing interest in alternative approaches to healing and her previous
experiences of self~healing through changing her diet and taking vitamins and
supplements and through the use of techniques such as hypnosis and visualization. She
realized that her worldview was not consistent with the recommendations of conventlonal
medicine.

, Jeanette put the question of conventional treatment on hold and began exploring
CAM treatments for cancer. She found out about local CAM resources and began seeing
a physician who used CAM approaches. She also joined a support group. On the ba51s of
a recommendation from a CAM centre, Jeanette sént her biopsy specimen to an
organization in Ottawa for another opinion. This organization (founded and staffed by

- people without medical credentials) confirmed the cancer diagnosis but said the cancer

was slow—growing and did not warrant aggressive treatment. The organization
- recommended individualized vaccine and biochemical treatment. Jeanette decided
against this treatment because she decided she did not really have cancer. She began -
taking a myriad of herbal remedies, vitamins and supplements as well as MRV vaccine
(an anti—cancer vaccine) and Essiac tea. She also began following an intensive daily
regime of visualization, meditation and affirmations. Her healing reglme was based on
her belief that. you can choose to be healthy. :

Jeanette’s family physician and surgeon were very unhappy with her decision to
refuse conventional treatments and responded with “poison pen phone calls” telling her
she would die if she did not follow their recommendations. This angered Jeanette. She
was offended by their assertions that she was making the wrong decision and did not
have the right knowledge. As she said, “If anybody wants to get my attention, just tell me
that I don’t know about my body. There are lots of things I don’t know, but my body,
know.”

My second interview with Jeanette took place 18 months after the biopsy.
Jeanette believed she was healed since a check—up done the previous month showed no
sign of cancer.
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- Case #5: Angela
Profile presented in chapter 4. -

Case #6: Sarah

Sarah had surgery for stage IV malignant melanoma when she was in her late twenties,
more than twenty years before she was interviewed. She had a recurrence in her
lymphatic system three years later, for which she had surgery. Then a few months later,
tumours in both her lungs were discovered. She was told that surgery was not an option,
‘so she began a course of chemotherapy. During this time her oncologist told her that he
could guarantee her two more months of life, but no more. -

Sarah had a long history of clinical depression so she began seeing a psychiatrist
who put her on anti-depressants and recommended she read “Getting Well Again”
(Simonton et al. 1978) a well-known book that emphasizes the role of emotions and
mental states in cancer and recommends visualization as a treatment for cancer. The
psychiatrist also encouraged Sarah to go to a support group for cancer patients. Sarah felt

_encouraged by the new perspectives she encountered through the book and the group.
She began to feel that she could have some control over the course of her disease and her
life.

Sarah was very weak and in pain, but during the course of her chemotherapy

“treatment, she decided not to continue. She felt that the health care professionals at the
local cancer clinic were trying to help her die and that they believed she was not being
realistic in thinking her life could be saved. One day, in the midst of receiving
chemotherapy, she rebelled. She decided not to go back to the clinic because it was too -
much of a struggle. She felt desperate and abandoned.

' Because she was so weak, Sarah felt she needed some kind of physical treatment.
She believed that psychological approaches would not be enough. She heard about
Iscador, a derivative of the mistletoe plant used as a cancer treatment in Europe and
began taking it. She began feeling stronger and decided to go to the clinic in Switzerland
that had been supplying her with Iscador. Sarah was treated for three weeks at this clinic
and was very impressed. The clinic combined conventional treatments such as radiation
and chemotherapy with art and music therapy, homeopathic remedies, good food, and

-social support. There, Sarah felt totally safe, and that she was cared for as a total human
being,

Sarah left the clinic feeling optimistic; she felt it was up to her to cure her cancer.
She returned home very excited but was disappointed to find that the professionals at the
cancer clinic where she had been treated were not interested in her experience. One
.doctor told her that she was just imagining that she was feeling better. She replied, “And
am | imagining that I am still alive, too?”

Over the next several years, Sarah contrnued to take Iscador and gradually got
stronger. She began working as a volunteer with cancer patients. She also underwent
psychotherapy, which she credits with being the most important contributor to her
remarkable healing. As she said, “I started to care for myself. I started ‘to want to live.”
Sarah believes that it was not a coincidence that she started to get better when she
became fully engaged in her own healing.

Sarah believes that her conventional practitioners’ disbelief in the p0331b111ty of
her survival was the biggest stumbling block in her recovery. She said, “The practitioners -

292




that treated me in Canada, their heart wasn’t in it. They didn’t have a belief that it was
possible for me to survive. I didn’t expect thém to cure me but I needed people around
" me that believed it was possible.” Sarah emphasized the enormous impact that
physicians’ words have on patients who are vulnerable and afraid. She said,
If T had not been the type of person I was, which is extremely stubborn and
persistent, I would have died when I was expected to. My will played a
tremendous part in healing. . . There is a time when we have to make that
choice between living and dylng :

But Sarah does not agree with some of the cultural models that suggest that 1llness
should be taken as an opportunity to strive for physical and mental perfection—the
search for the perfect body—self. She decries the pressure that is put on cancer patients to
be positive, in control, exceptional. She said, “Healing as far as I can see is actually more
likely to be cultivating imperfection than perfection because it’s just being who you are.”

Case #7: James :
James was a retired teacher and school adm1n1strator who was diagnosed with malignant
melanoma a year before our interview. He had surgery very soon after the diagnosis but
. the melanoma was deep and he had a recurrence in his lymphatic system eight months
later. Conventional medicine could not offer curative treatment so James went to a local -
complementary cancer care centre to be assessed. He was considering what alternative
treatments to take at the time of the interview. James had begun reading books by some
of the most well-known CAM authors in the years before his diagnosis. He mentioned
books by Andrew Weil, Deepak Chopra, Bernie Siegel, and Dean Ornish. Reading these
books made James realize that, “There a lot more questions than answers. There is more
we don’t know as a society or as scientists than we actually do know.” These authors not
only undermined James’ previous confidence in Western science and medicine, but they
offered alternative ways of looking at health and the mind-body. He suddenly became
~ aware of other alternatives, other possibilities. “The whole scene opened up,” he said..

James believed that conventional doctors do not have the slightest idea about
.what is involved. in the mind-body connection. In addition, he described the conventional
medical system as expecting patients to hand over responsibility for their care to
doctors—“like taking my car in to get fixed.” Through his exploration of alternative
views on health and medicine, James came to believe that he needed to take
responsibility for his treatment, even though this represented a-significant shift for him.
He said that even though he was slowly realizing that he needed to take charge of his _
care, he struggled with the idea that his relationship with health care professionals should
be a partnership. But his experiences in both conventional and CAM settings where
standardized regimes were offered made him realize that he was going to have to take
responsibility for designing an individualized treatment reégime and determining its-
efficacy through trial and error. After visiting the complementary centre, James changed
" his diet (e.g., increasing his water intake) and stopped drinking alcohol. He expressed
appreciation for the attention he received at this centre and compared the 1.5 hour
appointment he had there w1th the assembly-line approach taken in conventional
medicine. -

James had several recommendations about how the health care system could be
improved. He thought patients and communities should take more responsibility for
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health care. He also thought that more credence should be given to intuition and non-
scientific ways of knowing. He believed that it had been a mistake for Western society to
“put all our eggs in one basket”—the scientific model. He said it did not make any sense
for the scientific community to demand proof for alternative treatments when so much of
conventional medicine had not been scientifically proven. But, he said, the challenge was

~ - that we do not have the language to talk about some of the important differences between

Western medical systems and others, especially those from the East. He pointed out the
need for new models—new ways of thinking and talking about health and illness. James
believed that these issues would eventually be resolved because patients would demand
it. As he put it, “The genie is out of the bottle.”

James also asserted that conventional health care providers need re—education. He

. was very upset by the reaction of the oncologist he saw, who, as he reviewed James’

surgery and pathology reports, shook his head back and forth and said, over and over,

“Too bad, too bad.” According to a family member I spoke with after James’ death, this

experlence continued to haunt h1m This is what Andrew Weil (1995) refers to as
“medical hexing.” :

Case #8: Joan

Joan is a divorced school admlnlstrator in her sixties. She was diagnosed with advanced
breast cancer when she went for a routine mammogram. The tumour was too large for
surgical removal, so Joan had chemotherapy and radiation to shrink the tumour. Once the
tumour had reduced in size, Joan had surgery. While Joan had an interest in the mind-
body connection prior to her diagnosis, she did not want to rely only on mind—body
approaches to healing given the size of the tumour. She wanted aggressive conventional
treatment, which she complemented with visualization and participation in a relaxation
group. She also learned everything she could about what was happening in her body: she
read books about cancer and mind-body approaches and asked her oncologist and her
family physician lots of questions. She learned to read what was happening in her body
by paying close attention to the physical sensations she experienced as well as listening

to her intuitions. In one interview Joan spoke of a compelling dream she had that she .

interpreted as signifying that she would have to sacrifice her breast but would survive.
Subsequently she spent time acknowledging the importance of her breast but coming to
terms with its loss, so by the time she had surgery she felt prepared. Joan spoke of her
approach as combmlng scientific knowledge with knowledge gamed through the
imagination.

Joan described how she sometimes encountered the “cancer demons” in the
middle of the night. She coped with her fear by writing poetry and writing her thoughts
and feelings in e-mails she sent to a colleague who had offered support. In the morning
light she would advise this friend to delete these messages. Joan felt it was important to
acknowledge her fears and express them. Through the course of her treatment, Joan also
came to believe that getting support from others was critically important. But she was
careful about which family members and friends she spent time with during her
treatment. She learned to avoid people who projected their own fear of cancer and death
onto her. Because of the support Joan received from her friends and associates she came
to believe that, “Becoming well is a communal effort with people that you really trust.”
She also came to believe that, “You can be healthy even though you have a part of your
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~ body that’s not functioning . . . or even though your body is ravaged by chemotherapy.”
She believes that it is the mental, emotional feeling of wellness and connection to the
body that defines health, not the absence of disease.

Case #9: Marcia
Proﬁle presented in chapter 4.

Case #10: Frank :
Frank is a businessman in his sixties. He had hlgh PSA readmgs for more than a year °
before having a biopsy that confirmed he had prostate cancer. It was recommended that
he have radiation and hormonal treatment. Frank did a lot of reading about conventional
“treatments but decided against having them because he had seen family and friends go
through conventional cancer treatments and receive little benefit while experiencing
significant declines in their quality of life. Instead, Frank went to a traditional Chinese
medicine doctor because his wife relied a lot on traditional Chinese medicine. He began
taking herbs and having acupuncture and learned to practice Qi Gong. After learning
about PC SPES through the Internet, Frank started taking this commercial product that
combines several herbal remedies, including saw palmetto. (Some time after the
interview, PC SPES [aka PC SPEC] was removed from the market because of
contamination).

A very short time after he began taking PC SPES Frank noticed an improvement
in urinary flow and concluded that the product was effective. He also tried an anti—cancer
vaccine available through a local complementary medicine clinic but did not continue
with this treatment because he did not perceive any benefits and did not like the idea of
putting foreign or toxic substances into his body. Frank also practiced visualization and
meditation because he believed in the importance of working on the mental aspects of
health. He took this approach to treatment because he believed that his immune system
would take care of him if he gave it a chance. During the most intensive period of these
alternative treatments, Frank was spending all of his net monthly salary on these
treatments. »

~ Frank reported that the oncologrst he began seeing when he was first dragnosed
eve_ntually refused to continue monitoring him and wrote Frank a letter dissociating
himself from Frank’s case. Frank said that every time he saw this oncologist, he would
tell Frank that he did not want to waste tax dollars on diagnostic tests since Frank was
going to die if he didn’t have conventional treatment. Frank was able to find another »
oncologist who was willing to work with him, as long as Frank took responsrblhty for his
care.-

Frank was quite mistrustful of the conventional health care system. He said that,
“Traditional doctors don’t tell you the whole story. They only tell you enough so that you

‘will buy into (conventional treatment).” Frank said that the system should be more
pragmatlc and focus on what works.-He believed that in order for the health care system .
to improve,.lay people would have to motivate the politicians.

Case # 11: Maryann
Maryann is a woman in her mid-fifties who was dragnosed with cervical cancer after a
long history of having abnormal pap smears. She had surgery and seemed to recover
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well, but six months later, a test showed malignant cells in her vagina. Her conventional
doctors wanted to do further surgery to try to discover the source of this new cancer.
However, when Maryann learned that the only treatment they could offer would be-
radiation, she refused to have further surgery since she would not have agreed to
radiation no matter what the tests showed. Since the discovery of the vaginal malignancy,
Maryann had been receiving regular diagnostic tests, which tended to show ambiguous
results. She continued to refuse to yield to her conventional doctors’ pressure to have
further surgery, since she perceived their interest in pursuing her case to be strictly
academic and unlikely to result in any benefit to her.

Maryann had been involved in the counter—culture during the sixties and was a
political activist, so she had a long—standing interest in and use of CAM and a strong
suspicion of mainstream institutions, including the medical system. After the diagnosis,
Maryann did a great deal of research. She read books, talked to women in her social
network, got advice from family members with medical knowledge and searched the
Internet. She consulted several conventional doctors who used alternative treatments, as
well as naturopaths and traditional Chinese medicine practitioners. She came to believe
- that her family physician had been negligent in not recommending she have regular
colposcopies given her history. She also suspected that a mistake had been made the year
before her diagnosis when her regular pap smear was judged to be normal. Maryann had
seen both her parents die after going through conventional treatments for cancer, so she
had first-hand knowledge of the effects of what she called these “barbaric™ treatments.

Because of these experiences and her alternative world view, Maryann had great .
difficulty deciding what treatments to undergo. Despite doing lots of research, she “could
not become a doctor overnight.” Maryann said that the theory of conventional cancer
treatment did not make any sense to her. She wondered how an ailmeént that has its roots
in immune system deficiency could possibly be cured by killing the immune system.
Given her scepticism about conventional medicine, Maryann’s decision to have the initial
surgery was surprising, even to her. She later doubted this decision because she believed
the surgery itself might have caused the appearance of the second cancer.

Maryann used a variety of alternative treatments, including intravenous hlgh—dose
vitamin C, other nutritional supplements, the MRV anti—cancer vaccine, and Essiac tea.
She also changed her diet. Maryann determined the efficacy of these treatments on the
basis of whether they made her feel better or not. She felt that she had not received much
help from professionals during her cancer experience. Her conventional gynecologist did
. not criticize her for using alternative treatments, but neither was she curious about CAM

or its effects. '

Maryann believed that her emotional state played a role in her cancer. She had
been depressed for two years prior to her diagnosis. After the diagnosis, she felt
-pressured to be a good cancer patient and have a positive frame of mind. She said, “I’ m
worried because cancer patients aré supposed to have the future in front of them. You are
supposed to have goals and be striving for them. All the books say thlS Quick, get some
goals. Figure out what you are going to do in your life.”

But Maryann could not see into her future. She was greatly relieved when she
talked about this with a physician who prescribes alternative treatments, who said to her,
“Why don’t you just let it evolve?” Maryann’s tendency to want to reject these cultural
models around cancer was reinforced when she attended a support group session where a
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new member told the group about how angry he was. His willingness to express a
“negative” emotion touched a nerve. The group erupted in an outpouring of resistance to
the cultural messages cancer patients get.

Case #12: Francesca

Francesca is a secretary who works in the conventional medical system. She was
diagnosed with lymphoma when she was in her early thirties after having enlarged lymph
nodes in several sites in her body for seven or eight years. Although she had brought
these to the attention of her family physician on several occasions, no follow up was
done, because lymphoma in young women is rare so her doctor did not consider it a
possibility. Finally, Francesca’s physician referred her to a specialist who recognized the,
seriousness of the symptoms. A surgical biopsy confirmed the diagnosis. After the ,
. lymphoma was diagnosed, the pathology slides from a biopsy done three years earlier of
a palpable node in Francesca’s armpit were reviewed. This review revealed that the
lymphoma had been clearly present at that time, but had gone undiagnosed smce the
pathologist was looking for breast cancer not other kinds of cancer.

Francesca was very upset by the fact that her physicians had failed to 1dent1fy the
cancer earlier. This failure caused her to completely lose faith in conventional medicine-

- after having been very proud to work within the health care system. Francesca’s loss of
faith prompted her to explore alternative medicine. She read as much as she could and
consulted some alternative practltloners but came to the conclusion that, in order to make
a truly informed decision, she would have “had to be a doctor for ten yearsanda
naturopath for another ten years.” Even though she had lost trust in doctors and wanted to
make her own decisions, Francesca realized there was too much to know. She realized
that she would have to trust somebody.

After talking with conventional and alternative practitioners and getting advice
from family and friends, she agreed to start chemotherapy. But five minutes before her
first chemo treatment, Francesca balked. Something in her would not let her go ahead
with the treatment. The next week she went to her family physician to be put on birth. .
control pills, which she should have been given before starting chemo. The doctor did a

pregnancy test, which should have been done before the first chemo treatment was.
- scheduled. The test came back positive. Francesca had been trying to get pregnant for
several years. When she found out she was pregnant and she might have lost the baby
because the correct procedures had not been followed, Francesca’s faith in. medicine was
again undermined. Her faith in her own intuition, in her ability to “hear the voice of my
baby” was strengthened.

Francesca decided to proceed with the- pregnancy and delay treatment. Durlng the
pregnancy the lymph nodes shrank and most signs of the cancer disappeared. However,
after the baby was born and Francesca stopped breastfeedlng, her lymph nodes became
enlarged again. She was experiencing other symptoms as well, so she began a course of
chemotherapy that lasted a year. At the time of our first interview Francesca had been off
chemo for three or four months and was trying to recover from the chemo and various -
acute infections. She was taking vitamins and supplements as well as Essiac tea. She was
a regular participant in an ongoing support group for cancer patlents sponsored by a non—
profit organization.
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Francesca was angry at the conventional medical System She was angry about the
mistakes that had been made.in her case. But she was even angrier at what she perceived

 as conventional doctors’ tendency to “think they are God”—to think they are the agents

of healing. She was most angry at the ways in which conventional doctors “rob people of
hope.” She described other cancer patients she knew whose will to live and belief in the

-~ future had been stripped away by doctors giving them speciﬁc time frames for their

survival. She was adamant that physicians should not give cancer patients such time
frames.

Franncesca also recommended that the conventional system begin recording
patients’ use of CAM in their charts, something her oncologists refused to do. She
believed that the conventional system has a responsibility to track the effects and side—
effects of conventional and unconventional treatments.

Case #13: Helmut

I interviewed Helmut, a retlred builder, and his W1fe Freda, in thelr home. I had met

~ them five months earlier in one of the settings where I did participant—observation. When

the couple greeted me at their home, [ was surprised at how much Helmut had aged.

When I first met him he looked to be in his early sixties (he was 64). When I interviewed
him he looked ten or more years older. Helmut had been diagnosed as having colon -
cancer with liver metastases a year before I first met him. He had surgery at that time. _
His conventional doctors recommended chemotherapy, but admitted that this was “only a -
delay mechanism.”

‘ Helmut decided not to undergo chemotherapy since he did not want to be sick and
live in the kind of misery he had heard resulted from chemotherapy. On the advice of his
wife and many family members and friends, and because he wanted to be in control of
his life and make his own decisions, he began exploring alternative approaches to cancer.
He began taking vitamins and nutritional supplements, including MGN3, a mixture of
Shitake mushrooms and rice bran that is supposed to build the immune system. He also-
began taking shark cartilage. These substances were expensive: the shark cartilage cost
$1400 per month, while the vitamins and supplements cost about $200 per month. Since

‘Helmut was not working, these expenses were burdensome. Fortunately, the couple

received financial help from family and friends who supported their treatment choices.
~ In addition to taking these substances, Helmut began doing meditation and
visualization. These aspects of his healing regime became a very important part of his
daily routine, especially as he became weaker and had to spend more time resting.
Not long after Helmut’s surgery, the couple saw a story about a local

‘complementary cancer care centre in Shared Vision, a local alternative magazine. They
-immediately made an appointment. Helmut and Freda were very appreciative of the

treatment they received there. They said they always left the centre feeling hopeful and
cared for, whereas when they saw conventional doctors they felt discouraged and
dehumanized. Another difference between the conventional system and this centre
related to access to medical information: the complementary centre freely gave them
copies of the information in Helmut’s chart whereas they had to fight conventional
doctors to get copies of reports. They described having difficulty finding a family doctor
who would work in partnership with them and the staff from the complementary centre.




One doctor they saw told them that if Helmut was not willing to do chemo he should not
come back. : '

_ Helmut believed that conventional doctors were afraid to get involved with CAM
because they were “afraid to step outside the boundaries because they would be called on
the carpet” by their professional Colleges. He also believed that the training received by
conventional doctors focused too much on diagnosis and not enough on healing. Helmut
defined healing as including a good attitude, good support from family and friends, a
good attitude from your doctor (e.g., an understanding that the body is very. complex and
things are not black and white), and a good environment (e.g., good music and avmdance
of negative media).

Helmut and Freda d1d not feel the need for scientific proof for the treatments
Helmut was taking, since “science is not always right.” They both felt that intuition and
feelings are important sources of knowledge, even though the kind of knowing they bring

“cannot be rationally explained. 1

Although the couple spoke of the faith they had in the treatments they were
pursuing, there was an unspoken subtext to the conversation because of Helmut’s
obvious frailty. Helmut and Freda mentioned that some of their friends and family did
not know how to respond to Helmut’s illness. When I asked how they would like people
to respond, they replied that people should honour the choices people make regarding
treatment and “keep on with the typical—the day—-to—day routines.” They pointed out that
cancer is a long—term journey: it can go on for years. They said it was therefore important
to continue doing the everyday things: going to the park llstemng to music, and talklng
about the weather.

Helmut passed away two months after the interview.

Case #14: Linda
Profile presented in chapter 4.

Case #15: George

George is a retired manager in his late sixties. He was diagnosed with prostate cancer
almost two years before our interview. He was told that the cancer was “too far gone” for
surgery to be effective. While waiting for an appointment at the local cancer clinic,
George went on the Internet and learned about unconventional treatments for prostate
cancer. His search for local distributors of the products he read about took him to a local
traditional Chinese medicine doctor, who gave him PC SPES, a herbal remedy for
prostate cancer. By the time he was seen at the cancer clinic, George’s PSA count had
decreased from 8 to 2. He believed that PC SPES was responsible for this decrease. The:
only treatment offered by conventional medicine was “chemical castration” followed by
radiation. Initially George agreed to this course of treatment and began hormonal
treéatment to reduce his testosterone levels. He continued taking PC SPES. After a month
his PSA level had fallen to less than 1. At this point, because George believed that the PC
SPES was effectively treating the cancer and because he did not want to “lose his
manliness,” he refused further conventional treatment. :
George took responsibility for determining his own treatment regime but found it
frustrating that he needed a doctor’s approval for the diagnostic tests he needed to track
the effect of the treatments on his PSA reading. He continued taking PC SPES and other
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. prostate health products such as saw palmetto and ginseng as well as vitamins and .
nutritional supplements such as spirulina. He also increased his intake of foods that are
thought to affect the prostate such as soya and tomatoes.

On a trip to the U.S., George consulted with two medical clinics. He had some
tests done there that were not done in Canada. The American physicians gave treatment -
advice that differed from the advice of the oncologists in Vancouver. George was
confused by these different interpretations of his case and felt that economic interests in
both countries were taking precedence over the interests of patients.

' A local naturopath who had treated George’s wife told George that he could cure
his prostate cancer if he had $10,000 to pay for the drugs he would need. George did not
believe this claim since this naturopath had not been able to cure his wife’s cancer.

. George asserted that he had become his own case manager. He was making trade— -
offs between eradicating the cancer and managing the side—effects of treatments while
using his own experience of symptoms and the PSA readings to judge the efficacy of his
treatment regime. Although George was content to take responsibility for his treatment
decisions he was disturbed about the confusion and contradiction in the information he
got from different professionals, from medical and popular health journals, and from the
Internet. He tended to trust information from sources with medical affiliations. He did not
have any phllosophlcal commitments to alternative medicine. As he said, “Medlcme is '
medicine.”

Case #16: Jack |
Profile presented in chapter 4.

Case #17: Ranjlt

Ranjit was a 60 year old former high school teacher who was dlagnosed with stage I1I
ovarian cancer about five years before our interview. She had surgery and had been on -
chemotherapy for much of the time since her diagnosis. She was receiving palliative
chemotherapy at the time of our interview as well as taking a variety of treatments
recommended by a local complementary cancer care centre. The CAM treatments she
was taking included thymus extract, MGN3, hydrazine sulfate, and various vitamins and
other nutritional supplements. Ranjit also had taken part in patient support and relaxation
groups. She also found meditation helpful. She believed that the CAM substances she

- was taking were effective because she felt better after taking them and they seemed to
help keep her weight up. This was an important consideration since she had digestive
problems and a poor appetite.

Ranjit said that she had no hesitation about explormg CAM when she was told
that conventional medicine could not cure her cancer because, as a teacher, she had
always been eager to explore new ideas and learn. She did a fair bit of reading about
cancer and CAM but she did not search the Internet, since she was weak and lacking in
energy. She preferred to go the library at the local cancer clinic. when she needed
information.

Ranjlt wished that the conventional and CAM professmnals would talk to each
other more, since she believed that both systems have value. She said that the
professionals at the local cancer clinic did not talk to her about her use of CAM and this
disturbed her. She felt that conventional medicine and CAM were going in two different

300



directions when they should be working together for the benefit of patients. Although
Ranjit thought that CAM treatments should be more integrated into health care, she did
not expect Medicare to pay for the treatments she was taking since the system could not
pay for everything. S




~ Appendix B: Research Participant Recruitment Material

1. Poster for Cancer Patients to be Intérviewedlndividuélly

2. Poster for Group Interview with Cancer Patients




1. Poster for Patients to be interv.iewed individually

Interested in taking p'art in Research
“about the Interface between Conventional and Alternatlve
Treatments for Cancer? '

Margo Fryer a PhD candidate in UBC’s Individual Interdisciplinary Studies Graduate
Program, is conducting research to examine what is occurring in health care settings and
in the lives of patients and professionals as alternative and conventional medicine come
together. The research will explore the ways in which both patients and professionals
come to see different approaches to healing as worthwhile.

This issue of how the legitimacy of different approaches is determined is central to the
current tension between conventional and alternative medicine. The debate about whether
and why different approaches to healing are legitimate rests on deeper questions about
the role of scientific evidence and other sources of knowledge in people s thinking about
health and health care. -

The research will be relevant to theoretical issues in the social sciences as well as to
critical health policy issues. The research will provide a foundation for health policy
formulation by developing new understandings of the experiences and perspectives of
cancer patients and professionals. -

This PhD dissertation research is being conducted under the supervision of Dr. William
McKellin of UBC’s Department of Anthropology and-Sociology and Dr. Joan Bottorff of
UBC’s School of Nursing. The research is being supported by a studentship grant from
the BC Health Research Foundation.

If you have used alternative therapies for cancer
or are thinking of using them and
would like to take part in a personal interview
to discuss your perspective and experiences,
or if you would like more information,
' please call

- Margo Fryer at .

The interview will cover questions such as:

« How did you decide what treatments to undergo?

What sources of information did you rely on?

« How did your experiences affect your thinking about the value of the treatments?

The information you provide will be kept in strict confidence. The results of the research
project will be reported in such a way that individuals cannot be identified. .




2. Poster for Group Interview with Cancer Patients

Interested in taking part.in a Group Discussion
_ for a Research Project about
the Interface between Conventional and Alternative
Treatments for Cancer? |

Margo Fryer, a PhD candidate in UBC’s Individual Interdisciplinary Studies Graduate

" Program, is conducting research to examine what is occurring in health care settings and
in the lives of patients and professionals as alternative and conventional medicine come
together. Her research will explore the ways in which both patients and professionals
come to see different approaches to healing as worthwhile.

‘Margo will be facilitating a group discussion at Hope House on
Thursday, March 16, 2000 from 10:00 to 12:00

The dlscusswn will focus on three issues:

1. What do you see as the differences between conventional and

' complementary/alternative medicine? How do you define “alternative and
complementary medicine?” :

2. What sources of information did you use in the process of making decisions about
treatment? What sources of information do you consider to be trustworthy and
Why‘? ) .

3. What role does your own personal experience play in your th1nk1ng about the
value of different treatments? What role does scientific evidence play?

If you would like to take part in this group discussion,
please let one of the staff members at Hope House
know by Friday March 3.

The results of the research will be relevant to theoretical issues in the social sciences as
well as to critical health policy issues. The research will provide a foundation for health
policy formulation by developing new understandings of the experiences and
perspectives of cancer patients and professionals. Margo’s PhD dissertation research is
being conducted under the supervision of Dr. William McKellin of UBC’s Department of
Anthropology and Sociology and Dr. Joan Bottorff of UBC’s School of Nursing. The
research is being supported by a studentship grant from the BC Health Research
Foundation.

Any information you provide will be kebt in strict confidence. The results of the research
_ project will be reported in such a way that individuals cannot be identified.
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Appendix C: Consent Forms

1. Patient Consent Form

2. Consent Form for Professionals not associated with B.C. Cancer Agency

3. - Consent Form for B.C. Cancer Agency Professionals

4. Consent for Participant-Observation




1. Patienf Consent Form

Agreement to Participate in Interview

The Interface between Conventional and Alternative Approaches to Cancer: -
Research for the PhD Degree, Individual Interdisciplinary Studies

~ Principal Investlgator
Dr. William McKellm, Anthropology and Sociology

Student Investigator:
Margo Fryer, Individual Interdisciplinary Studies Graduate Program

Margo Fryer, a PhD candidate in UBC’s Individual Interdisciplinary Studies Graduate
Program, is conducting research to examine ‘what is occurring in health care settings and
in the lives of patients and professionals as alternative and conventional medicine .
converge. The research will explore the ways in which patients and professionals come to
see different approaches to healing as legitimate. The research will be relevant to
theoretical issues in the social sciences regarding the conferring of legitimacy and the
ways in which knowledge is developed. The research will also provide a foundation for
health policy formulation by developing new understandings of the experiences and
perspectives of patients and professionals. This PhD dissertation research is being
conducted under the supervision of Dr. William McKellin of UBC’s Department of
Anthropology and Sociology, Dr. Joan Bottorff of UBC’s School of Nursing, and Dr.
Simon Sutcliffe of the BC Cancer Agency.

You are being asked to participate in a personal interview with Ms. Fryer to discuss your
experiences with conventional and alternative or complementary therapies and your
perspectives on the issues being raised as a result of the growing use of complementary
and alternative therapies. The interview will take approximately 60 to 90 minutes.

Page 1 of 2
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The information you provide will be kept in strict confidence. Interviews will be tape
~recorded to ensure that your responses are recorded completely and accurately. The tape
recorder will be used only with your permission, and you may ask the researcher to turn
the tape recorder off at any time or to erase any previously recorded part of the interview.
No information will be provided to others or used in publications that will identify you
. without your specific written consent.

Your participation in the research is completely voluntary; you are under no obligation to
participate. You may decide not to participate, or you may decide to withdraw from the
research at any time, or you may choose not to answer particular questions in an
interview without this affecting your medical treatment or other health care.

If you have any questions about the research project, now or in the future, you may

~ contact Ms. Fryer at or Dr. Bill McKellin at . Your rights to privacy are
protected and guaranteed by the Freedom of Information and Protection of Privacy Act of

* British Columbia. This act lays down safeguards respectmg your privacy and also gives

~ you the right to access, and if need be, correct, any errors in your personal information. If

. you have any concerns about your rights or your treatment as a research participant, you

* may contact Dr. Richard Spratley, Director of the UBC Office of Research Services and

Administration at

Conslént to Participate:

I agree to participate in this research project as outlined above. I understand that my
participation is entirely voluntary and that I may choose to withdraw from the study or
limit my participation at any time. o

I have received a copy of thls consent form for my own records.

Signature ' Date

“Please print name

Witness

Page 2 of 2

307




. 2. Consent Form for Professionals not associated with B.C. Cancer Agehcy

Agreement to Participate in Interview

The Interface betw_éen Conventional and Alternative Approaches to Cance’ri
Research for the PhD Degree, Individual Interdisciplinary Studies

Principal Investigator:

Dr. William McKellin, Anthropology and Sociology

Student Investigator: )

Margo Fryer, Individual Interdisciplinary Studies Graduate Program

Margo Fryer, a PhD candidate in UBC’s Individual Interdisciplinary Studies Graduate
Program, is conducting research to examine what is occurring in health care settings and
in the lives of patients and professionals as alternative and conventional medicine
converge. The research will explore the ways in-which patients and professionals come to
see different approaches to healing as legitimate. The research will be relevant to '
theoretical issues in the social sciences regarding the conferring of legitimacy and the
ways in which knowledge is developed. The research will also provide a foundation for
health policy formulation by developing new understandings of the experiences and
perspectives of patients and professionals. This PhD dissertation research is being
conducted under the supervision of Dr. William McKellin of UBC’s Department of
Anthropology and Sociology, Dr. Joan Bottorff of UBC’s School of Nursing, and Dr.
‘Simon Sutcliffe of the BC Cancer Agency.

You are being asked to participate in a personal interview with Ms. Fryer to discuss your
experiences with conventional and alternative or complementary therapies and your
perspectives on the issues being raised as a result of the growing use of complementary
and alternative therapies. The interview will take a maximum of two hours.

Page 1 of 2
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-The information you provide will be kept in strict confidence. Interviews will be tape
recorded to ensure that your responses are recorded completely and accurately: The tape
recorder will be used only with your permission, and you may ask the researcher to turn
the tape recorder off at any time or to erase any previously recorded part of the interview.

The results of the research prOJect will be reported in such a way that 1nd1v1duals cannot
be identified.

Your participation in the research is completely voluntary; you are under no obligation to
participate. You may decide not to participate, or you may decide to withdraw from the
research at any time, or you may choose not to answer particular questions in an
interview without this affecting your position within the health care organization where
you work :

If you have any questions about the research project, now or in the future, you may
contact Ms. Fryer at or Dr. Bill McKellin at . Your rights to privacy are _
protected and guaranteed by the Freedom of Information and Protection of Privacy Act of
British Columbia. This act lays down safeguards respecting your privacy and also gives
you the right to access, and if need be, correct, any errors in your personal information. If
you have any concerns about your rights or your treatment as a research part1c1pant you
may contact Dr. Richard Spratley, Director of the UBC Office of Research Serv1ces and -
Admmlstratron at

Consent to Participate:
[ agree to participate in this research project as outlined above. I understand that my
participation is entirely voluntary and that I may choose to withdraw from the study or

limit my participation at any time.

I have received a copy of this consent form for my own records.

Signature N Date

Please print name

‘Witness.
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3. Cohsent Form for B.C. Cancer Agency Professionals

Agreement to Participate in Interview

The Interface Befween Conventional and Alternative Approaches to Canc_er:"
Research for the PhD Degree, Individual Interdisciplinary Studies

Principal Investlgator

Dr. Wllham McKellin, Anthropology and Soc1ology

Student Investlgator.

Margo Fryer, Individual Interdisciplinary Studies Graduate Program

Margo Fryer, a PhD candldate in UBC’s Individual Interdlsmphnary Studies Graduate
Program is conducting research to examine what is occurring in health care settings and
in the lives of patients and proféssionals as alternative and conventional medicine
converge. The. research will explore the ways in which patients and professionals come to
see different approaches to healing as'legitimate. The research will be relevant to
theoretical issues in the social sciences regarding the conferring of legitimacy and the
ways in which knowledge is developed. The research will also provide a foundation for
health policy formulation by developing new understandings of the experiences and
perspectives of patients and professionals. This PhD dissertation research is being
conducted under the supervision of Dr. William McKellin of UBC’s Department of
Anthropology and Sociology, Dr. Joan Bottorff of UBC’s School of Nursing, and Dr.
Simon Sutcliffe of the BC Cancer Agency.

You are being asked to part1c1pate ina personal interview with Ms. Fryer to discuss your
experiences with conventional and alternative or complementary therapies and your

_perspectives on the issues being raised as a result of the growing use of complementary

and alternative therapies. The interview will take a maximum of two hours.
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The information you provide will be kept in strict confidence. Interviews will be tape
recorded to ensure that your responses are recorded completely and accurately. The tape
recorder will be used only with your permission, and you may ask the researcher to turn
the tape recorder off at any time or to erase any previously recorded part of the interview.

The results of the research project will be reported in such a way that individuals cannot
be identified.

Your participation in the research is completely voluntary; you are under no obligation to
participate. You may decide not to participate, or you may decide to withdraw from the
research at any time, or you may choose not to answer particular questions in an
interview without this affecting your position w1th1n the health care organization where
you work.

If you have any questions about the research project, now or in the future, you may -
contact Ms. Fryer at or Dr. Bill McKellinat ~  or Dr. Simon Sutcliffe of the BC -
Cancer Agency at . Yourrights to privacy are protected and guaranteed by the
Freedom of Information and Protection of Privacy Act of British Columbia. This act lays
“down safeguards respecting your privacy and also gives you the right to access, and if
need be, correct, any errors in your personal information. If you have any concerns about
your rights or your treatment as a research participant, you may contact Dr. Richard
Spratley, Director of the UBC Office of Research Services and Administration at

Consent to Partiéipate:
I agree to participate in this research project as outlined above. 1 understand that my
participation is entirely voluntary and that I may choose to withdraw from the study or

limit my partlclpatlon at any time.

I have received a copy of this consent form for my own records.

Signature ' Date

Please print name
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4. Consent for Participant-Observation

Agreement to Permit Participant Observation

Thé Interface between Conventional and Alternative Approaches to Cancer:
Research for the PhD Degree, Individual Interdisciplinary Studies

- Principal Investigator:
Dr. William McKellln, Anthropology and Sociology

Student Investlgator
Margo Fryer, Individual Interdisciplinary Studles Graduate Program

Margo Fryer, a PhD candidate in UBC’s Individual Interdisciplinary Studies Graduate
Program, is conducting research to examine what is occurring in health care settings and
in the lives of patients and professionals as alternative and conventlonal medicine
converge. The research will explore the ways in which patients and professionals come to
see different approaches to healing as legitimate. The research will be relevant to
theoretical issues in the social sciences regarding the conferring of legitimacy and the
ways in which knowledge is developed. The research will also provide a foundation for
health policy formulation by developing new understandings of the experiences and -
perspectives of patients and professionals. This PhD dissertation research is being
conducted under the supervision of Dr. William McKellin of UBC’s Department of
Anthropology and Sociology, Dr. Joan Bottorff of UBC’s School of Nursing, and Dr.
Simon Sutcliffe of the BC Cancer Agency.

You are being asked to give your permission to allow Ms. Fryer to participate in and
observe the activities of the group you are involved with. Being present during the
activities of the group will enable Ms. Fryer to develop an understanding of what
happens in settings where alternative or complementary therapies are being provided or
discussed and will enable her to understand the processes through which the legitimacy
of different approaches to healing is established. Ms. Fryer will participate in the regular
meetlngs of the group.
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The events that occur in the group and any information you or other group members

- provide will be kept in strict confidence. Ms. Fryer will take notes during or after the
activities she participates in, but these notes will not contain the full names of
participants. The results of the research project. will be reported in such a way that
1nd1V1duals cannot be 1dent1ﬁed

Your participation in the research is completely voluntary; you are under no obligation to.

~ participate. You may choose not to have Ms. Fryer participate in and observe the
activities or events you are involved in, or you may decide to withdraw your permission
at-any time without this affecting your medical treatment or other health care (if you are a
patient) or your position within the health care organlzatlon where you work (if you are a
health care pr0V1der)

If you have any questions about the research project, now or in the future, you may
contact Ms. Fryer at or Dr. Bill McKellin at’ . Your rights to privacy are

- protected and guaranteed by the Freedom of Information and Protection of Privacy Act of
British Columbia. This act lays down safeguards respecting your privacy and also gives
you the right to access, and if need be, correct, any errors in your personal information. If
you have any concerns about your rights or your treatment as a research participant, you
may contact Dr. Richard Spratley, Director of the UBC Office of Research Services and
Administration at :

" Consent to Participate:
I agree to participate in this research project as outlined above. I understand that my
participation is entirely voluntary and that I may choose to withdraw from the study or

limit my participation at any time.

[ have received a copy of this consent form for my own records.

Signature - - Date

Please print name

Page 2 of 2

313




A‘ppendix D: Schematics Depicting Patient Decision Making

These schematics arrange the primary cultural models and the treatment options
considered by patients against a grid of five concentric circles.

These circles represent different spheres of influence. The innermost black circle
represents the patient’s physical body. The next circle (light grey) represents
psychological and other personal influences. Factors in this sphere that are important to
each individual patient are listed in the box at the top left of each schematic. Moving
outwards, the third circle (dark grey) represents the social network of the patient,
including family and friends. The next circle (cross—hatched) represents the health care
system, including professional and non—professional healers as well as the popular sector,
. which includes patient support groups, books about cancer, Internet chat rooms, etc The
last, white circle represents the larger social context, i.e. , society.

Sources of influence are named in shaded boxes. Cultural models and injunctions to take
certain treatments are in whrte boxes :

Each SChematic'is divided into three sections, to represent the discursive spaces of the
Biomedical Discourse, CAM discourses, and other public discourses related to health. In
the case of different patients, these sections are of different sizes to reflect the patient’s
degree of allegrance to either CAM discourses or the Biomedical Discourse. For
example, in Marcia’s case, the area given to CAM discourses is larger than that for the
‘Biomedical Discourse, whereas in Brian’s case, the reverse is true. ‘

The arrows denote the direction of influence, e.g., in Joel’s case, the models that assert
that “biomedical treatments are life—saving” and that “cancer is a battle” point in the
direction of taking chemotherapy. Models that have become relatively mainstream about
avoiding toxic chemicals point in the direction of taking CAM treatments.
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JOEL:

e Poor prognosis, thus high threat.
o Identity: pragmatic, activist, 1ndependent thinker, rlsk-taker
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BRIAN:

¢ - High threat from disease & from blomedlcal treatment 51de-
effects.

e  Identity: activist, adventurous, but strong tles to biomedical

' family. - :

¢ Ability to pay for CAM treatments a factor.

Qther dlscoursg,.

- The Body & Health:
Science: s [l Diet is important. :
Scientific method leaves out a lot. _Immune system needs boostmg
PN
CAM supported:
BM leaves out the sp1r1tual
- Mind & emotions affect
- healing.
Radlatlon dries the body.
: Biomedicine undermined:
- BM has blind spots. / . 0 .
' Is abuse in the system. Take CAM <
BM is patriarchal. e e L3 treatments é’ - %
‘BM in privileged posmon L e s
i 4 e/ 4

PALTTTIXS S . : 4 S
o

Have surgery

Have radiation : = CAM
; : L undermined:
Biomedicine supported: CAM is placebo
" Biomedical treatments are effect. '
life-saving. Some CAM
Scientific break-throughs treatments are
: are coming. beyond the pale.
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| ANGELA: . - {
i "~ | »-. Veryhigh threat ﬁ'om disease. C R
' : e Identity: counter-culture background interest in Eastem
sp1r1tua11ty, CAM use not new, “I am not my disease.”

' Q?\\\er discourses

Patient-practitioner

relationships: .

There is not someone who
_has the answer and someone

else who needs the answer.

Science is a belief. N
Are no such things as facts. Living the '

, " mystery of
/ . " | life. _

_ Biomedicine undermined: ‘ ‘ ' \
. : BM treatments are harsh. . :

Cancer Cancer
Equals death. | | Can be cured.

Science:

Cancer
Not a disease.

Take CAM / .

treatments

Take BM .
treatments

Biomedicine supported: ‘ ' E
Biomedical treatments are ' §
S

life-saving,.

N

TS L N
f

CAM supported: ®
CAM complements BM ’
Holism.

Eastern philosophy.

You participate in your disease.

Dec151ons
Use both BM and CAM. ’
Respect all equally
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MARCIA:

e  High threat from dlsease low perceived efficacy of BM.

e  Identity: previous use of CAM, allegiance to CAM ,
personal agency crucial. '

e  Able to pay for CAM treatment.

Qther discourseg

Cancer: T :
Brings up death. o Patient-practitioner
: Caused by S relationships:
‘ A environmental toxins. ) Patient has final authorlty re
‘ / ’ ' decisions. »

Science: | . A i | ‘ ' \

Every advance is lmade by intuition. The Body and Health:
—7 : Immune system needs to
Biomedicine undermined: be bosted.
BM discounts intuition. /
Can’t explain what is
happening.
Not supportive, not kind.
Patient right to choose not e ‘
recognized, \ ANEE : CAM supported:
; e N e Intuitive approaches can
w iy - i . explain disease and are
et Have surgerv N effective.
(—] / ) L N Illness is an opportunity
B - diati L > to do personal work.
& ave radiation : \ % Illness carries meaning.
- ¢ . ZZX) Tliness is linkedto
: & Take chemo sl =5 Take CAM é emotions.
‘ treatments (
Z. |

(7]
S
2
%

Declslons

. : Rely nCAMtreatments
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LINDA: S
e  High threat from disease; moderate threat from BM
" treatment side-effects. -
Identity: rebellious, pragmatic, TCM use part of culture.
. Cost of CAM prohibited continuance.

Other discourses

. Patient-practitioner -
Cancer: o . : . "~ .| relationships:
Is the worst thmg inthe | Patients make the decisions
world. ' but don’t have the info..
Good patients are upbeat

and grateful ‘ : R ‘ \

The Body & Health:
Immune system needs
to be boosted.
Biomedicine ' Emotional aspects of
undermined: illness need to be
BM can’t admit it - addressed.
doesn’t know what to do —
about cancer. . ‘ 5,
W -
Biomedicine o ol e i . .
supported: s : ( CAM supported:
Biomedical . - Y'ou are your
treatments are Take BM é dlseuse &'you can
life-saving. treatments * Take TCM é getrid of it.
Doctors are God. - treatments - / Good patients are
Statistics count. < positive and upbeat
o

Decisions:-
e Take BM treatments. .
e Take CAM treatments; that are affordable;r
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JACK:

e  Threat of disease high; threat of BM treatment side-effects
high.

. Identlty mastery, agency important, research/leammg as
coping style.
Ignorant re cancer and the health care system
Cost of CAM not a barrier.

Qther discourse
Private vs. Public Health Caré o N
discourses: . .
Patients have right to choose D =

Patient-Practitioner
Relationships:
Have to manage your
own care.
wa.w;mx«m ,
x;ﬁ t
Biomedicine undermined: %ﬁ 7

BM can’t be trusted.
Equipment antiquated.
System is flawed.
‘Professionals are self-
. interested.

&l

. 3 x 7 & R N
Have surgery e e Take CAM _
: : {% i treatments
Have conventional e e
radiation ’ ; ‘ - Have unconventional
radiation
I
jilnternet "

e

lerermmrrs R ] % v
e
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