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ABSTRACT 

Due to a shiA in the pattem of health and disease in First Nations populations from 

infectious to more chronic diseases, there is a growing pattem in the use o f  large urban 

institutions. First Nations people with culturally different backgrounds iiom mainstream 

society, are routinely treated in conternporary health institutions by health care providen 

whose understanding and experience o f  illness may have little in common with their own. 

Hence, differences in medical and cultural orientations on il l ness have the potential to 

compromise the provision of effèctive care. The aims of this research were to: 1) describe 

and explain how cultural beliefs framed how Ojibway people, living on a reserve 

community, understood the illness experience o f  cancer and related pain and, 2) to 

describe differences andor simibrities between Ojibway respondents and health 

professionais' explanations and perceptions of cancer and related pain. This qualitative 

study used a grounded theory approach to collect and a d y z e  data, using open-endeâ 

foaised interviews. Eighteen Ojibway persons and thineen health professionals 

partici pated. The data revealed that t hese Oji bway participants used cult urdl y pattcrned 

knowledge to constnict their understanding and perceptions abut the biomedical disease 

called cancer and related pain and, that this differed remarkably fiom that o f  health 

professionals. The core concept o f  blocking, emerged as the central explanatory scheme 

for understanding how cancer and related pain were intewoven with and epitomized that 

which was most painfùl in life. The properties and dimensions of blocking were revealed 

as affording protection fiom exposure to threat and alienation tiom cultural and spintual 

values. Blocking was tnggered within well articulated contexts. Examination of these 

contexts provided valuable insights into issues o f  cultural safety in biomedical institutions. 
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CHAPTER 1 

Intrduct ion 

Statement o f  The Problem 

Ovewiew 

Nomenclatur~ 

For purposes of clarity on the subject of cultural orientation of the participants in 

this study, it is important to first explain some points on nomenclature with reference to 

the indigenous populations in Canada. This research will use the nomenclature as 

described by Young (1994a). This epidemiologist offers as a guide that: 

In Canada., the tenn Native continues to be used by some Native organizations and 

their leaâers. dthough Abonpinal seems to be p r e f d ,  as reflected in the official 

communications fiom the late 1980's. In wnstitutional negotiations over self 

government, three Abonginal groups are recognized in Canada: Indians, Inuit and 

Mais. The word Indian, while still k ing  used by m n y  Indians themselves, is k i n g  

replacecl by First Nations (p. 6). 

For purposes of identification in this research, the reseorcher has used the tribal 

name O j i b w ~  rat her t han Anishinaabe in kceping wit h Young's ( 1 M a )  explanat ion t hat 

the tribal names have had long usage in anthropology and populu litenture. As well, in a 

papa by Garro ( l WOb) on the interpretation of illness by Ojibway people, she noted t hat 

"the people who cal1 themselves the Anishinaabeg are more commonly known by the 

names Ojibway (or Ojibwa). . . ." (p. 1). She explained that "the word Anishinaabee, and 

its plural Anishimbeg, are the ternis people in the cornmunity use to refer to themsdves 



and others who speak the sune language . . . . Ojibway is used in representing the 

cornmunity to outsiders" (p. 447). Therefore, except in situations where excerpts of talk 

by a participant reflected the use of the word Anishimbe to describe themselves, the 

word p i i b w ~  was used in this study to refer to the comrnunity of people king examined. 

When refemng to the entire group as a people, the word First Nations was used except in 

cases where information was taken fiom a document using a different nomenclature. 

A b o r i w  will refer* as noteâ in the above quotation by Young (1994a). to Indians. hui t  

and Metis. 

First Nations people represent slightly less than 1.5 percent of Canada's population 

as a whole. However, in some provinces such as Manitoba and Saskatchewan, a relatively 

large number of First Nations people are found in the general population (Young, 1984); 

the most recent estimate is reported to be 1 1 .8 percent of Manitoba's population (Province 

of Manitoba, 199 1 ). The statistics on cancer rates among Aboriginal people are relatively 

lower than they are for the general Canadian population (Vital Statistics Canada, 1988; 

Young, 1994% 1994b). However* these reports identiQ a c l w  indication that the rates of 

cancer among First Nations people have increased in the last five years. Funher, a 

relatively recent twenty-year study by Gillis, IMne, Tan, Chiu, Liu & Robson ( 199 1 ) 

âetnonstrated that for femde lndians in Saskatchewan, the incidence of cancer risk has 

equalled and may have slightly surpasseci that of the general femde population. As well, 

they found that there is good evidence to wggest that the incidence of lung cancer has 

significsntly increased in the lndian male population. 

This change appears to be in keeping with the trend identified by Young (1989, 



3 

1994b) which indicated a shift in the pattern of health and disease among First Nations 

people. Unlike idectious disemes of the past (which unfortunateiy persist), he noted that 

there has been an increase in the incidence of chronic diseases such as diabetes, 

hypertension, cardiovascular diseases and cancer. Accompanying t his trend is a growing 

pattern of use of urban hospitals for health m e  by First Nations people, and the necessity 

for First Nations people to lave their cornmunities to seek specialwd diagnostic and 

treatrnent interventions in institutions in large urban centres (Kaufert & O'Neil, 199 1; 

Young, 1989). - 

Herein lies the significance of the problem. It is in these health care institutions in 

urban centres which are dominated by the biomedicol ethic that First Nations people with 

culturally different backgrounds from mainstream saciety. are routinely treated by h d t h  

are  providers whose understanding and experience of illness may have little in cornmon 

with their own (Agnail, 1989; Kaufert & O'NeiI, 199 1). Here, "meûicocentrism" [which 

means a world view which filters expriace through medical nIters in which the medical 

view is the only reality (Pfiffiling, 198 1, p. 1 5 1 )] predoMnates as the ody legitimate 

reality through which illness can be evduated and understd. In this biomedid 

institutional setting Fini Nations people are isolated fiom th& cultural context, and 

forced to interact with a dominant health a r e  structure for interpreting illness which might 

not acknowledge t heir own. 

Problems refend to as 'world view conflict ' (Pfifferling, 198 1) imvitably aise. 

Such conflict serves only to create -ter distress for already sick individuals. In an 

ethnographie study by Morse and colleagues (Morse. Young dé Swartz, 199 1 ), t hey 



charge that nurses a d  other health professionals pay only "lip seMce" to holistic care. 

They continually devalue the First Nation person's cultural perspective on health and 

illness both in their professional-patient interaction and in their provision of are. 

Those who embrace the biomedical model, view pathology as central to illness and 

search to "fit patients' experience into objectified symptoms" (Pfifferling, 198 1, p. 197). 

This creates a situation which dernands a convergence of models and a legitimizing of 

models other than the biomedicd naode1 if thenpeutic outcomes are to be reaiized in the 

encounter between heslth care provider and bealth care recipient. It is not surpnsing to 

note t hat Morse, Young and Swartz ( 199 1 ) conchided that there was dissatisfaction with 

care approaches in health care settings by First Nations people who used these services. 

These aut hors asserted that this dissatisfaction was due to a lack of "a cultural perspective 

which has meaning for Native people" (p. 1 365). 

It therefore becornes paramount that health professionals recognize the extent to 

which their healing practices c m  be compromised when cul~rally timed structures for 

interpreting and understanding illness acperiences are ignored and discounted. One 

constructive means of beginning to address this problem lies in exploring the extent to 

which First Nations people define and perceive illness experiences, given their particular 

cultural perspective. Another, is attempting to define and describe the pmicular contexts 

which create dissatisfaction with the existing heahh institutions where First Nations people 

seek medical and technologically advanced seMces for wmplicated medical conditions. 

Cancer is just such a mediad condition and therefore best lends itself to the exploration of 

these issues. 



Further, cancer is a medically defined disease which has b a n  show to be 

associated with a cornplex network of culturally shaped meaning which affwts both how 

people respond and cope with this illness experience. In Italy. the discourse on cancer 

centres around death. A diagnosis of cancer is tantamount to a death sentence and for this 

teason is not disclosed to the patient (Gordon, 1990). Interestingly, despite recent social 

and political changes in ltaly with respect to h u m  rights and the patients' need to be 

infomied, the beliefs around disclosure of informution regarding a diagnosis of cancer by 

both physicians and relatives r d n  tantamount to a death sentence (Gordon, 1994; 

Gordon & Paci, 1997). It has also been noted that aihurally based association of cancer 

with death in lapan underlies a type of conspiracy of  silence with respect to disclosure of a 

diagnosis of cancer (Long & Long, 1982). More recently, in a review of disdosure 

pmctices around the world with respect to a diagnosis of cancer. it was observeci that 

many non-Western cultures perceived the disclosure of a diagnosis of cancer to be a 

potentidy hamiful act and ernbraced the conspiracy of silence doctrine as a more ethical 

stance to take on this issue (Mitchell, 1998). Suffenng, pain and mutilation was noteû to 

wnstitute the cultural meartings essociated with cancer in Nonh Ameriw culture (Levin. 

Claland & Dar, 1985), aithough a shift to the heroic metaphor (Sargent, 1984) and 

discourse on hop  now prevails in modem oncology (Saillant, 1990). A cultural model is 

suggested to underlie how people respond io cancer in these studies. 

Further, pain continues to be the major prmting problem for patients with cancer 

despite major advances in pain control strategies (Foley, 1999). It has been suggested that 

psychological distress, spiritual, cultural and other factors are implicated in the illness 
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experience cancer and that the impact of these variables need to be addressed in order to 

amve at a amprehensive strategy for the effective management of cancer pain (Cleeland 

et al., 19%; Foley, 1999). Therefore there is a need for qualitative studies that can explain 

the impact of such variables as culture on cancer and related pain. For this reason, cancer 

and its related pain reprewnt an appropriate illness experience from which to examine how 

culture influences or shapes perceptions and experiences around ilhess. 

Pumose of  the Studv and Reseacch ûuestiona 

The investigation in question pioposeû to address the issue of "culture," and how 

it might influence a particular First Nations community's perception and understanding of 

the illness experiencc of cancer-related pain. It was also important to determine whaher 

there were differences between biomedical and First Nation people's cultural model of this 

illness experience and to explain how this could have the potential to impact a r e  delivery . 

To accomplish this, it was namsary to define what is meant by "culture" in this 

investigation. Since there is no single univerdy accepted definition of culture (Helman, 

1990; Hughes, Seidman & Williams, 1993), the definitions u d  to extrapdate the 

research questions are drawn from the following three sources: 

1 )  "Cuhure refers to an organized system of knowledge and Wiefs whereby a people 

structure tkir experience and perceptions, fornulates acts and choose between 

alternativesw (Goodenough, 1 % 1, p. 52 1 ). 

2) "Culture refers to a system of shared ideas" (Keesing & Keesing, 197 1, p. 2 1). 

3) "Culture refers to a system of syrnbolic meanings that shape both social reality and 

personel experiencc" (Kkinman, 1978, p. 85). 
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Given t hese definitions, the objectives of this research effort were to generate 

information about ". . . an organizeâ system of knowledge and beliefs" (Goodenough, 

1% 1, p. 52 1), or information leaned by participants in a given culture, which acts in such 

a way that it h e s  people's perceptions and experiences. Concomitantly, it was necessary 

that the investigation provide information on whether this framework of organized 

knowledge, beliefs, experiences and perceptions were "shared" (Keesing & Keesing, 197 1, 

p. 21) and hrd "symbolic meaning" (Kkinman, 1978, p. 85). to the extent that it shaped 

people's social realities as well as their personal experience. 

In order to accomplish this task with respect to cultural knowledge about a 

particular illmss experience (cancer and its pain), it was important to also recugnize that, 

acçording to R o h s  (l%4, p. 439). "In any culture, information is stored in the minds of 

its memben." Since the focus of this investigation was on those in a particular culture who 

would have information about the bio-medicaîly defined disease cancer and cancer pain, it 

was necessary to ah recognize that "one of the characteristics of huma. society is that 

there is a major division of labour in who knows wbt"  (D'Andrade, 198 1, p. 180). 

Therefore, one could logically deduce that in a given culture, those who would most likely 

hold information about illness, would necessarily k those who had experienced the illness 

either personaily or by having had close interaction with someune throughout the iltness 

coune; those who assumed the role of a haler and thereby attended to rnatters pertaining 

to health and illness and hdth  professionais who assumed the role of providets o f  medical 

health care. It was information stored in the minds of these people (Roberts, 1%4) that 

d d  provide answers to the research questions posed in this investigation. 
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The aims of this research were therefore to: 1) describe and explein how cultural 

beliefs fiamecl how Ojibway people, living on a teserve comrnunity, understood the illness 

experience of cancer and related pain and, 2) to describe differences andor similaritics 

between Ojibway respondents and health professionds' explanations and perceptions of 

cancer and related pain. 

Basis for MethodoIonicd Amroach 

Theorists have posited thet illness experiences are given meanhg within the 

cultural context in which they are embedded and cm therefore only be understood in light 

of this (Meinman, 1988; Lewis, 198 1). Studies have show that cultural orientation is 

reflected in how pain is understood, nsponded to and express4 (Zborowski, 1952, 1%9; 

Illich, 198 1 ; Zola, 1966) and this has an ege* on the appropnateness of healt h care 

responses to pain (Pilowsky, Manzap, & Bond, 1 %9). Further, Illich ( 1 98 1 ) suggested 

that "for an experience to be pain in the full sense, it must fit into a culture" (p. 429). 

Therefore, failure to explore the c u l t u d  milieu fiom which responses to pain evolve is to 

negiect that wtuch is Aient to its definition. As Stein (1990) so aptly nated: 

Currently. within the Amencan culture, a social process has wurred whereby a 

wide gamut of problems is reçlefined and managed as more narrowly biomedical 

issues. As a result of this transmuting, rnatters rich in personal meaning and 

imbedded in social signiticance are denuded of their larger context (p. 8). 

It is this "denuding" of the "larger context" to which Stein (1 990) referreû that 

lads our scientific inquiry fùrther and further away fiom discovering a full understanding 

of the phenornenon of pain as a human experience. Pain has psychological social and 



cultural significance to humans and cui therefore only be understood in light of this 

signiticance (Zborowski. 1969). It is this failure to address the personal meaning of the 

pain experience within a cultural context that seriously limits our attmpts at effective pain 

management. 

Given the research questions proposed by this investigation, it was necessary to 

use a methodological basis which pelllljtted "understanding and enabled others to make 

sense of rcality" (Morse & Field. 1995, p. 16). The answers to these questions cm best be 

captured by qualitative accounts describing the rdties of a lived experience. There are 

well-established rneasurement tools for pain with provm reliability and vdidity such as, 

the McGill Pain Questionnaire (Melzack, 1975) and a host of visual analogue d e s  or 

verbal descriptive s d e s  (Chapman, Casey, Foley. Gracely & Reading, 1985; Cleeland & 

Ryan, 1994) which have been used specificaily in the measurement of cancer pain 

(Barkwell, 199 1 ; Cleeland a al., 19%; Donovan & Dilion, 1987; Dugeon, Raubertas & 

Rosenthal. 1992: Foky, 1979). However. they are insdeqwtely wited to address the 

research endeavour aimed at capturing the meMing of an experience and the comext in 

which <hot experience occurs, fiom the view point of the panicipants having the 

experience. 

The major issues which present problems in the measurement of pain stems fiom 

attempting to quanti9 the essential component s of t his veiy wmplex, highly perceptual 

expMence of pain in a simplistic companmentalized fmhion. Visual analogue scales 

(VAS), verbal rating scales and the like, although proving ease of application in the clinical 

setting, rquire a full range of emotional responses to be collapsed into an artificially small 
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and linear continuum and assumes that the line marked represents the full magnitude of 

the patient's pain response. These measures are rewmmendeû as most usehl when used 

to target only a single dimension of pain at a given tirne (McGuire, 1992). and even then, 

this does not repreoent a satisfactory solution to the problem. 

In order to address the sims of the current study it was necessasy to choose a 

methodology that had explanatory power and could yietd qualitative accwnts of rich 

description. Lincoln and Guba's (1 985) expluution of  how they used the terni grounded 

theory scemed a good fit for this research. They offered that 'the information that is 

gathered in the field situation is used by the holist to build a model which serves both to 

describe and explain the system" (p. 205). However, on examination of other qualitative 

approaches, ethnography also appeared to offer a good methodological fit for this 

research. According to Morse & Field (1995) "ethnography, always informed by the 

concept of culture, is a generaîized- approach to developing concepts and understanding 

humui abehaviour fiom the insider's point of Mew" (p. 23). Given that the curent study 

w u  concemed with cultural issues and, thet it rquireû entry into a First Nation's reserve 

community to ensure this 'insiderd view, the methodological approach initidy p l m e d  

for this research was that of ethnography. 

However, it was not long ofter the analysis of the initial interview. that the 

researcher realizcd that something puvling was emerging which was beyond description 

of cultural beliefs and needed to be exploreâ for properties and dimensions at a higher 

conceptual level. A grounded theory approach afforded a well articulated systematic 

approach for data collection and analysis which could yield a theoretical scheme for 
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illumination of an a r a  of study in which little was known (Strauss & Corbin, 1998). 

Further, Strauss and Corbin (1998) noted that their intent in using the techniques involved 

in grounded theory was to build theory but that this might not be or need not be the end 

product of every research project. They explained that "some will use our techniques to 

generate theory, others for the purpose of doing very usehl description or conceptual 

ordering (classi@ng and elaborating)" (p. 9). The eihnographic approach was abandoned 

for the more appropriate fit of grounded theory to this research. This was considerd the 

appropriate action to ôe taken at this point givm the presenting circumstances encounter 

in the field. For. as Wax (197 1) asserted: 

Strict and rigid adherence to any method. technique or doctrine position may for 

the fieldworker becorne like confinement in a cage. . . . If he is lucky or very 

cuitious, a fieldworker may formulate a research problern so that he will find dl 

the answen he needs within his cage. But if he finds himself in a field situation 

where he is limited by a particulsr method. theory or technique, he will do well to 

slip through the bars and try to Bnd out what is really going on (p. 10). 

Therefore, groundeâ theory (Glaser & Strauss, 1 %7; Strauss & Corbin, 199 1, 

1998) was uscd in this rcsearch investigation as a rnahod of data collection and anaîysis. 

Grounded theory draws its perspective fiom the cmtnil tenas of symbolic interactionism, 

which is a perspective that foaises on the way people define their reality and the meanings 

constructed of that reality in its natural setting (Blumer, 1%9; Morse & Field. 1995). This 

methodology suited the aims of this research project. 

In this chapter, various methodologies were examined which were used to guide 
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studies which examined the pain of cancer. The methodology p l a d  for the current 

research was presented stating why it best suited this remch.  The following chapter 

deals with a review of the literature. 



CHAPTER 2 

Review of The Literature 

Introduction 

There are contradictory positions espoused in regard to cunducting a literature 

review when using a quaütative approach. Glaser (1978) offered the opinion that the 

lireratun shouià not be reviewed before conducting field work. The reason given for this 

WU that there was the âanger that thia might bias and distract fiom the discovery process. 

The disaâvantage of this is t b t  tirne muid be wasted rediscovering already established 

findings (Morse & Field, 1995). Others offer that dl information on the topic should be 

reviewed and then bracketed off b e f o ~  initiating Beldwork. Again this posed a problem. 

The researcher might be biased to new discovery b u s e  of the unconscious influence of 

having read the dready developed theories and lose control of bracketing, leading the 

investigator to support only those findings that were supported in the literature. As well, 

the literature rad  could aiso have been initidly generated fiom a biased perspective or 

have been based on fdse assumptions which cwld  then be misleading to any subsequent 

investigation b a d  upon it. The recornmended approach is that the literature should be 

reviewed, but that it should be evduated for inconsistencies and used only selectively 

(Morse & Field, 1995). 

In this investigation a litmture revim was canied out. The investigator chose to 

adopt the suggestion that "naturalists prefer to think of themselves as open-minded nther 

thn empty-headed" (Lincoln & Guba, 1985, p. 204) and as recornmended by Morse and 

Field (1 999, used the literature selectively . Therefore the literature review examined the 
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litmture on culture, and the various methodologies used in studies on pain and cancer 

pain. 

Pain: a Comdex Conce~tual Phenomenon 

The conceptualization of pain h a  progressed from that of a simplistic, 

unidimensional, physiological sensation to that of a complex multidimensional 

phmornenon. In Moms' (1991) historiai account of how pain is conceptualized in 

Western culture and literature, he proposed that it has been the medicol profession that hm 

dominated our understanding of pain since the eighteenth cmtury. As a direct 

consequence of this. pain "has corne to be defined . . . as a sensation associated with r d  

or poteotial tissue damage involving chernical disturbances dong neurological pathways" 

(Momq 1991, p. 282-283). This biomedicd conceptudiution of pain has had a great 

impact in shaping the way both physicians and nurses assess and manage pain. 

The "Specificity" and the "Pattern" theones of pain were early nineteenth century 

theoretical underpinnings which promoted this simpüstic conceptualization of pain well 

into the early twentieth century (Howard-Rukm, McGuire & Groenwald, 1987). The 

'specificity theory' proposed thst a mosaic of specific sensory receptors for pain were 

locateâ in the body tissue and that these hrd a specific pathway to a pain centre in the 

brain. Sets of fiee nme-endings were believed to be in the peripheral nerves known as A 

Delta and C fibres. This thewy suggested that pain w u  detemineci by impulses in a 

straight-through-transmission systern fiom skin to pain centre. It advocated the view that 

the perception of pain was simply a sensation (Hardy, Wolff & Godeil, 1952; Meluck, 

1973). The 'Pattern thaory' proposed by Goldscheider and described in the writings of 
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Melzack (1 973), was a reaction to the specificity theory. This theorist offered that pain 

perception was based on stimulus intensity and central summation of sensory inputs at the 

dorsal hom cells. It was believed that excessive stimulation could result in the total 

sensory output exceeding a critical level and that this summation of impulses was thought 

to be interpreted centrally as pain. Outputs that remliineâ below a critical level were 

thought to result in other non-noxious sensations such as warmth, or heat (Melzack & 

Wall, 1965). 

These direct -t ransmission systems of pain perception advocateâ in these models 

indicated that pain could be dirninated or moditied by removal of the pain stimulus or by 

blocking pain pathways. Hence, interventions such as surgical severing of neural pathways 

to prevent impulses from reaching the pain centre in the brain or removal of the thalamus 

(where it was beliweû that the pain centre was locateâ), were expected to result in 

effèctive pain contml. However, clinical findings did not support this. White and Sweet 

(1969). in a comprehensive review of surgical interventions involving procedures aimed et 

blocking pain pathways, found that it was not possible to preûict pain relief as a necesssry 

outcorne of these interventions. Further. they noted that in many cases where relief was 

gainai, it was proved to be only temponry. Melnck and Laser ( 1978) also later 

observed cases of patients who had susuined total spinal resections at thoracic or lumbar 

levels who continued to su& sev«e pain. 

In the case of analgesic use for pain relief, Swerdlow (1 973) advisad that it was 

difacult to g d u e  about the effectivenees of analgesic dnigs as they appeared to work 

for some patients and not for othen. Further, Melzack, Ofiesch and Mount (1976) noted 
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that despite the use ofpowefil narcotic preparations such as the Brompton Mixture, it 

was not possible to control pain in as many as 1û% of terminal patients. There was 

therefore good ream to believe that purely somatic treatment approaches which were an 

outgrowth of these unidimensional conceptudizations of pain had great limitations. 

Beecher's ( 1956) work which resulted frorn clinical observations suggested that 

there were broader dimensions to p h .  He proposed that in addition to a sensory 

dimension, t h e  was a reactionaVemotiod component to pain. In his classic study of 

soldiers wounded in battle and their response to pain, Beecher (1956) argued that the 

setting and the significance of the wound greatly influenced the pain experience. In field 

observation of 2 15 men seriously wounded in battle, he observecl that only 25% of them 

requested analgesic narcotics for relief of pain. However, in civilian life where patients in 

hospitd had sirnilar surgical wounds, more than 80./0 of these individuals requested 

narcotic analgesics for pain relief. .He explained that despite the fact that the soldien in 

battle were wounded they rernained d e  and alive and were gratefbl for this. In civilian 

life, however, surgery meant disaster and was at best an unfovourable event (Beecher, 

1956). He concluded thet the difference in reaction to the wounds by these men was 

attributed to the significance of the wound to the individuai involved, rather than merely 

due to the size or extent of tissue damage. 

Sterenbach (1968) was also influential in his contribution to the conceptualisation 

of pain as a more complex phenornenon. He emphasizeâ the importance of 

conceptualizing pain as "a personal and private sensation of hun" (Sterenbach, 1968, p. 

12). He stated that pain signified danger and was a pattern response aimed at protecting 
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the orguiism corn ham. As well, comprehensive revkws of the literature on pain 

(Liebeskind & Paul, 1977; Weisenberg, 1977) have al1 presented arguments for the 

conceptuaüsation of pain wit hin a h e w o r k  t hat considers the subjective or individual 

experience o f  pain and acknowledged the influence o f  variables such as past experience. 

emotional, cultural and biochemical factors. 

nie gate mntrol theory proposeâ by Meluck and Wd1(1%5) emerged as a 

lanùmark breakhrough in the wnceptuabtion of pain. I t  representd the culmination of 

the bat  of both the 'specificity' and 'pattern' theoiy and presented a new paradigm for the 

conceptualization of pain. Melzack and Wall ( 1 %5) proposed that pain was a complex 

phenomenon wit h sensorydiscriminat ive, mot ivational affective. and cognit ive-evduative 

cornponents. Pain was viewed as multidirnensional and the pain experience diverse in 

ternis of quality. I t  w u  purportecl by these theunsts to be a category of  complex 

exjmienas and not one specific sensation with variations dong a unidimensional scale. 

Macrae, Davies and Crombie (1 992) aptly noted that "many advances in the management 

of pain over the past three decades are consequent upon the gate control theory . . . . 

Further, the expianation o f  possible mectuinisms whereby higher centres affect the 

perception of pain has made psychologîcaJ approaches respectable" (p. 289). 

However, the unidimensional models for the conceptudiution of pain which 

ernerged in the eady Nneteenth century, persisted into the 1960's even with the arriva1 of 

the multidimensionrl conceptualization of pain offered by the gate contml mode!. 

Furthemore, this unidimensional conceptualization of pain is c i d y  evident in the way in 

which approaches to pain assessrnent and management are currently implemented in 
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biomedicine. Nurses and physicians continue to base their assessrnent and treatment of 

pain on outdatd eariier theoretical orientations mch as the specificity theory (Walker, 

Tan & George, 1995). According to these authors, nurses and doctors continue to 

evaluate and identify the presmce of pain as dependent on tissue damage. They fail to 

recognize the integration of the sensory dimensions of pain with the emotional, cultural, 

spiritual and behavioural aspects of pain. Macrse, Davis and Crombie (1992) concur with 

this evikution of the biomedical conceptuilization of pain. These authors, examined the 

impact of the gate control theory on changes in management of pain by physicians. They 

found thrt although the experts airveyed in the field of pain were knowledgeable of the 

changes now possible in tmns of improved drug therapies and although they recognized a 

decline in the destructive neurosurgical techniques previously usecl, physicians were still 

treating pain inadequately. Inappropriate use of these neurosurgid produres and 

hesitance in providing adequate treatment with opioids persisted. At the m e  time, TENS 

and other complementary techniques wch as these were king under-utüwd. These 

authors «mcluded that the provision of new knowledge to medieal professioiuls has not 

proven sufficient to ensure translation into improved core for patients in pain. Further, 

they pointed out that there were âangen inherent in the adhennce of physiciuns to a 

medical mode1 of pain that embraced patthogenesis as its only source. They explaineû that 

this has erroneously I d  medical health professionds to continue to endorse useless 

t heories and to rejcct efficacious t herapies that did not concur with t hcir prevailing ideas. 

They concluded t hat "the history of medicine is littered wit h medical models that, in 

retrospea, stifled progress in treatment" (Macrea et al. p. 290). 
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Furthemore, this conceptual oversimplification of pain by medicine also 

precipitated an important change in the dimurse baMen patient and physicien with 

respect to pain. Morris (1998) cites Michael Foucauh7s writings on the 'clinical gaze' as 

markin8 that cntical change. He noted: 

This gaze-a way of seeing indkppaisible to modem chnical medicintlmplies not 

only a new foais on empiricai fact but a h ,  in consequena, a total reorganization 

of medicai discoum. . . .The clinid gaze red&nes pain as something Msible only 

to physicians as they par ,  with the objectifyuig light of science, inside the h u m  

body (Moms, 1998, p. 192). 

He continued to explain that ''these historiai forces that in the nineteenth century began 

to uuisform pain into a visible object encourageâ us to overbok and undervalue the life 

of pain beyond the clinic" (Moms, 1998, p. 192). With the burgeoning technologies 

availabk today for accurate and pmise inspection of the imer body for the detection and 

confinnation of pathology, there is little need to consider the impncise and seemuigly 

untidy patient's perspective in the medicrl encwnter. 

Moms (1991) writes that medicine "beceuse of its dominant position in our 

culture, tends autornaticrlly to wpprees or to overpower dl other voices that offer us a 

different understanding of pain, including voices of dissent within mtdicine" (p. 2). 

Enundela (1993) tiirther points out the importance of listering to the patient's story 

about pain stating that " . . . when they have been given an opportunity to k herrd, 

(patients) tell the story about pain that differs significantly h m  the traditional mdicrl 

occount and that points out the limits of medical treatment" (p. 786). 
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It is clear that the theoretical conceptwlization of pain thughout the years h i s  

M a powerful impact on the understanding of pain. Conceptuai oversimplification has 

resulted in limitations in how heaith professionrls assess and treat pain and in the quality 

of the clinical encounter between those in pain and their care givers. Cunent research 

continues to demonstrate that despite the advances in technology and the use worldwide 

of powerful opioids and other drugs in pain control, 500/t800/. of patients dying in 

hospitd expience moderate to severe pain in their fid wceks @ruera Bt Lawlor; 1997; 

Foley , 1 999; SUPPORT principal investigators, 1995; WHO Expert Cormittee, 1 990). 

Obviously, according to Morris (1998, p. 195 ) "other forces are at work, culnird forces, 

to give our undertreated pain its distinctive local history." 

Cultural Variation in the Resmnse and Ex~ression of Pain 

The cornplex issue of pain and its expression began to be examined fiom an ethno- 

cultural perspective by anthropologists in the 19SOts. This marked the introduction of a 

sociaVamhropologid perspective into biomedical research pnctice. Research on pain and 

culture first looked at quilitative accounts comparing diflerent cultural and ethnic groups. 

The much citeû landmuk study by Zborowski (1  952) is said to have offered the first 

explicit scientitic explanrtion for cultural differences noteû in the human pain mponse 

(Wolg i 9û5). Zborowski (1952) demonstrated that indeed there was ethno-cultural 

variation in pain behaviour and the expression of pain when he wmpareâ 'Old 

Americans," individuils of Anglo-Saxon ancestry, with Italian Ammcans and Arnerican 

Jews. In this investigation al! the subjms were male and patients in a Vetenuis 

Administration hospital in the Bronx, New York. Marked differences in attitude and 
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response to pain were noted between the various groups examined. "Old Amencansu in 

this study were found to be more stoic and tended to withdraw fkom social contacts when 

in pain. The other two groups were found to cornplain more and to vocalize their pain 

more, although they dso differed fiom each other in tenns of their underlying attitudes 

about the pain. The Italian patients were distressed by the Unmediate pain experience and 

loudly demanded help which, when given medication, seemed to Plleviate their concem. 

The Jewish patients however, were most concemed about what the pain meant with 

respect to a pathology and tiiture threat to health, their penonal weIl-being, and that of 

t heir families. Zborowski (1 952) concludeci t hat ltalians were more ' present-orientad' and 

the Jewish participants were more 'tùture-oriented.' 

Zola (1966) conducted a study which examined reactions to pain and the 

behaviourai response of people of d i f f i t  ethnic backgrounds. The 1 % mdes and 

females interviewed were of Italian Catholic, Anglo-Saxon Protestant and Irish ongin. 

With the use of some objective masures aion8 with an open-ended interview format, this 

investigator found that the Irish patients were noted to deny the presence of pain a d  to be 

concemed p r M l y  with symptoms which relateâ to a specific location and specific 

physical impaitment. The Italian patients repoited no specific location to symptoms but 

thought pain was an important aspect of their presenting problem. They also had more 

diffuse cornplaints and generally reported more symptoms to the doctor. They were also 

mon demonstrative and vocal in their reporting of symptoms. Anglo-saxon patients' 

responses in the majority of cases were mon similar to the Irish relative to responses and 

perception of symptoms. 
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In both of these early studies cornparisons of pain response and behavioun were 

made across different ethnic groups in order to detemiine whether culture influenced pain 

behaviour, attitudes toward pain (Zborwoski, 1952) and the expression and ruction to 

pain (Zola, 1966). They both demonstrated that pain was not a simple neurophysiological 

response but was alw a cultural response. They dso demonstrated that pain expression, 

response and tolerance were leamed in the cultures in which people were socialired. 

Mormver, t hese st udies demonst rateû t hat then was significant et hnic variation in the 

response to pain. Howeva, they also had the potential to provkîe empirical evidence 

which wpported stercotyping of certain ethnic groups and inadvertently perpetuated 

et hnocent ri sm . 

A later snidy by Lipton and Mubach (1984) examined the response, attitudes and 

descriptions of the pain experience of Black, Irish, Jtalian, Jewish and Puerto Rican 

patients with facial pain. Ethnicity was detemiined by the place of binh of the patient and 

religious upbringing. Random mpling and an objective messurement tool were used to 

gathet the data which was subjected to quantitative research methodology as opposed to 

qditative measures used in the two previously citeû studies. The results of this study 

revcaied that the report4 behaviourai and attitudid responses to pain were similar 

arnong al1 five of the ethnic groups examinecl. However, erch group was different relative 

to the factors that influmced their response to the pain: for Blacks, the degree of 

assimilation and medical acculturation was most iduential; for Irish. degree of social 

assimilation (tnendship and solidarity); for Italians, duration of pain was most iduential; 

for Jewish patients, level of psychological distress was most influentid; and for Puerto 
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Rican, assimilation and acculturation and duration of pain was most influentid. Despite the 

restriction of for& answers afforded by the use of only a Likert-sale measun to capture 

the patients' descriptions oftheir pain, there were still diffmnces identified in the pain 

experience relative to cuhural orientation. 

A number of studies examining the effect of cultural background on responses to 

pain used diflerent ahnic and racial groups as subjects and employed experimentally 

induced pain to compare pain tolerance and pain thresholds. Stembach and Tursky (1965) 

uscd electrical stimulation to test pain tolerance based on Zborowski's (1952) hypothesis 

of' present' and 'hture' orientation to pain by patients of differmt ethnic groups. The 

subjects were middle class housewives of different ethnic background. Significant 

differences were found between groups for pain tolerance. Yankees were found to have 

the highest tolerance for pain, then the Jewq the Irish and the Italians. Lambert, Libman 

and Poser (1960) also carrieci out studies on experimentally induccd pain but exarnined 

groups of people of different religious affiliation for tolerance and sensitivity to pain. 

These researchers found that when one group (Jews) were infomed that the other 

(Christianflrotestmts) could endure more puin, they i n c r d  their pain tolerance 

sigificantly and vice versa. Neither of the control groups when given the same 

information showed any difference in tolerance to pain. The researchen concluded that 

even a variable such as difference in religion could lead to a demonsttation of diffwent 

responses to pain. 

Zatzick and Dimsdale (1990) did an extensive literature review of the thiny studies 

available on explonng culhiral differences in laboratory induccd pain during the 1960's and 
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1970's. There were multiple ethnic and racial groups, as well as gender factors examined 

in these studies aimed at testing tolerance to pain. According to the authors, these studies 

showed that pain tolerance was influenced by culture. It was more difficult to draw 

conclusions about the quality of the expnience of pain with any degree of confidence from 

these studies. The difficulties with these studies were that they had little applicability to 

cliriical exprience in the context of a known or unknown illness state or injury. Every 

participant was aware t h t  the pain was temporary and that it was controlleû and hence 

the reality of the dimensions of the pain expaience is difficult to capture in s laboratory. 

As well, Hughes, Seidman and Williams (1993) suggestcd that investigators of non- 

nuiinstream cultural groups rnake assumptions about the comrnonality of values, beliefs 

and behaviours within and across groups. This appeard for the most part, to be the basis 

on which cultural groups were defined in these laboratory studies. Hughes et al. (1993) 

stated that many of these studies oflm incorrectly used demographic and setting vuiables 

or proxy variables such as race or mtiondity to define cultural groups and paid little 

attention to group boundaries and the withia group variations that exist mong cultural 

grou ps. 

Studies on pain and culture were also conducted to examine a single culture nther 

than malong cornparisons across cultures as noted in earlier d i e s .  These qualitative 

studies of fed  dramatic examples of what should wnstitute to the most open-minded 

observer a point of disbelief. They are obsewed in the practices of initiation rites and rites 

of passage observed by sorne societies wch as: young Egyptian boys circumcised without 

a single sign of pain (Ammat, 1954) and love tiysts in Truk society which involve the 
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burning of a man's a m  by the woman without a sign of discornfort shown on the plri of 

the male (Gladwin & Sarason, 1953). These are al1 awunts of situations where stimuli 

typically assumed in Western culture to be extremely painful, evoked no evidence of pain 

expression. 

The complexity of the issue of pain becornes even more puuling as one examines 

the interplay of cultural context and social sanction on the expression and response to 

pain. in a fascinating study Sargent (1984) describeci the seemindy unresponsive reaction 

of the Bariba people to intensely painhl situations. This aut hor presented the perspectives 

of 120 Bariba women and other key infamants on the pain experîmce asmciatd with 

delivery and information on how 0th- painful experiences were handled in this society. 

She noted that the majonty of Bariba women of Benin endured labour without any 

expression of experiencing pain and perfonned their own delivery except for the cutting of 

the umbilical cord, without help. She w u  also informed when interviewing various Banka 

inforrnants thst such practices as clitoridectomy, circumcision and other mutilations of 

body parts (e.g., a man holding his penis in fite and one who broke a misaiigned kg 

without aid of anaesthetic) were tolerated with no expression of pain. The most 

interesthg thing to be revdeâ in this study about pain, was that the Jack of observable 

behavioural and vocal expression of pain did not neceswily mean thrt pain was not king 

experieneed. A Bariba woman off& in describing the experience of a clitoridectomy, 

that "nothing in life is as excruciating as that experience." The man referreû to earlier, who 

has his miseligned le8 re-broken, when asked about that expenence replied that "the 

experience was painful but could rot be avoided; expressing pain, therefore, was not 
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productive. " This author noted that m y  women when asked about their pain experience 

during delivery stated, %dl the pain diminish if you cornplain?" (Sargent, 1984, p. 1302). 

The culturalîy dictated sanctions of shune and dishonour were revealed to be the 

factors ifiuencing this remarkable stoicism in the face of intense pain. As Sargent 

explained, ". . . courage, as demonstrated by absence of manifest behaviour in response to 

pain and honour, accnied via appropriate bebaviour, are signdled as intrinsic dimensions 

of BMba ethnicity" (1984, p. 1303). Thus the connation between cultural orientation and 

pain is irrguably defendable in light of these hdings and underscores the complexity of the 

phenornenon of pain and the measumnent challenge it poses. 

Variation in Culture and L a n w e  of Pain 

Local cultural orientations influence how the ordinary person understands and 

copes with illmss (Kleinman, 1988), and how she or he views the illness reality as it is 

rooted in experiences of everyday life (Blumhagen, 1980). Funher, meanings ascribed to 

illness ternis are ofien taken Rom the culturai definitions of everyday language to inierpret 

expenence and structure behaviour (Good, 1977; Blumhagen, 1982). 

intrinsic to the evolution of culture is the evolution of language and as Fabrega and 

Tyma noted, *the Ianguage systerns of man are as variai as his cultures" ( 1976, p. 3 5 1 ). 

Smntics, which is noteû to be the unit of gnmmar which is primarily wllcerned with 

conveying meaning (Fodor, Bever & Gamt, 1974). seems to be the b e l  at which culture 

and language is mor intimately intertwined. Semantic units express how people classi@ 

phornena t b g h  langua~e and is rerlizeâ in subtk ways through which m d n g  is 

expressed in Ianguage (Fabrega & Tyma, 1976). 
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Pain is a highly subjective experience which can only be discovered as it is reveaîeâ 

by the person experiencing it. I t  i s  through langage anâ beheviour that pain a n  be 

communicated and its meaning and signifiance portrayed (Fabrega & Tyma, 1976). In a 

review o f  the literature on the language of pain, Garro (1990a) noted that language differs 

considerably in terms of how people talk about pain. Diller (1 980) noted a marked 

düference between the Thai language which has basic pain terms exceeding a dozen in 

number as contrasted with the Japanese which hes a single dl-encompassing tem for pain 

(Fabrega & Tyma, 1976). Further, Garro (l990a) explained that the Thai speaker may use 

a basic pain term to designate location of pain. In wntrast to the English Ianguage which 

treats pain as an object which one experiences (e.g., "1 have a pain"), the Thai language 

treats pain t m s  as verbs (e. g., "to suffer focussed abdominal painM) indicating perception 

of  sensation (Garro, 1990a, p. 34-35). As well, in English, various pain terrns can be 

drawn upon which allows the speaker to describe the pain experience so t h  "a version or 

a mdel of what pain is or stands for in English is revealed" (Fabtega & Tyrna, 1976, p. 

364). The Thai speaker on the other hand. appears to have no equivalent descriptive terms 

of the pain experience (Faôrega & Tyma, 1976) thus highlighting the difficutty in aptunng 

the meaning expressed through language o f  the perceptuai experience o f  pain. 

Even as the origin o f  the word 'pain' in the English language was examineâ, it was 

found that o f  the four primary pain terms identified (i.e., pain, hm,  sore and ache), 'pain' 

was the only t em not "purely Germsnic in origin" (Fabrega & Tyma, 1976, p. 355). These 

authors reveakd chat the term pain was actually denved from the Greek word 'poine' 

meaning tax, and the Latin word ' m a '  meaning punishment, penalty, fine and tax. From 
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viaimization and other negative associates. However, at no time historidly can a 

refationship be drawn semantically in English between the pain ternis and the quality of the 

pain experience, to injury, emotional state or behaviour. Description of the pain experience 

t hrough the use of the English language necessitates the use of words having wide 

meaning in this Isnguage, but which refer to what the perception of pain is king likened to 

(e.g., cutting, jabbing, etc.). The ways in which these secondrry pain tenns are constructed 

in langurge thmfore represent the perceiveà tèatures of pain (Fabrega & Tyma, 1976). 

The mersurement of pain using clustas of descriptive words proposai by Melzack 

and Torgerson (1971) to embody the language of pain is the most wmprehensive attempt 

at capturing the multidimensiond aspects of pain to date. However, due to the intncacies 

of the mcaning as dictated by culture. translation of the semantics of pain across varying 

cultum using the McGill Pain Questionnaire (MPQ) fonnat hm been difficult @e 

Benneditth, Massei, NobE & Pieri, 1988; Harrison, 1988; Ketovuon & Pontinen, 1981). 

De Be~edittis and colleagues (1 988) noted that one category of the English MPQ had to 

be completely renamed because the semantics of pain in the particular ltalian culture king 

studieû was completely diferent in m&ng than that intended in the English version of 

the questiomaire. In yet another study, the classification ofwords to describe pain into 

sensory, evahative and affective categories in the Arabic langage resulted in completely 

different uttegoriutions of the words than that outlined in the English MPQ version 

(Hanison, 1988). 

Patients necessarily use language to communicate a personal experience such as 



pain. Yet, given the cuhurally shaped semantic structure of language lround the 

phenornenon of pain, it is highly possible that translation across cultures could fail to 

capture the pain reality for the pain wfferer. Variation in the semantics of pain fiom 

different cultural orientations presents as a major challenge in both understanding end 

accurately masuring pain. 

The Pain of Cancer and Its Meanin3 

A repoit by the World Health Organization in 1986 deflared that the enonnity of 

the problem of cancer pain was staggering. Pain was reported to be the major symptom in 

as many as 7% of patients with advanced cancer and in 5V?' of patients still undergoing 

anti-cancer treatment (World Health Organization, 1986). Due to the prevalence of pain in 

cancer and the poor management and treatment of it in many countries, pain was declared 

a world health problem (World Health OrgMizstion, 1986). Since that time, efforts to 

control cancer pain through the appropriate use of opioid analgesics, coupled with 

progress in the understanding of anatomy. physiology and psychology of pain perception, 

hm led to some improvement in the treatments available for the cmtrol of cancer pain 

(Foky, 1 999). 

However, studks have shown that the prevalence of pain in adults with cancer 

remains comparable to eadier findings (Bonica, 1990; Coyle, Adelhardt, Foley & 

Portenoy, 1990; Morris et al., 1986; World Health OrgZUUzation, 1986). Foky (1 999) 

noted that significant pain was experienccd by one third of the patients receiving active 

therapy and by two thirds of t he patients with advanceâ cancer. Funher, she pointed out 

that pain associated with tumor involvement continues to be the most common cause of 
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cancer pain for upwards to 85% of patients on inpatient services and 65% of patients in 

outpatient clinics. Moreover, in a comprehensive international study of 1840 cancer 

patients, it was noted that the prevalence of moderate to severe pain was observeci in 5 1% 

of dl patients, with a range fiom 43% in stomach cancer to 80% in gynecological cancer 

(Vainio, Auvinen & Symptom Pievalence Group, 19%. p. 8). 

Clearly, pain remains a major problem for people with cancer, especially in the 

a d v u i d  stages of the disease. Despite better use uid availability of opioid and non- 

opioid andgesics world wide and guidelines available for appropriate treatment of cancer 

pain, it is still repoited to be experienced in 80% or more patients with cancer More their 

death (Bruera & Lawlor, 1997). These authon suggested that cancer pain should continue 

to be addressed as a public h d t h  problem because it continues to be poorly managed. 

They argue that the challenge in appropnate management of cancer pain lies in appropriate 

multidimensional assessrnent initiated as a necessary precursor to treatment intervention. 

A whole new set of probkms related to opioid toxicities have arisen as a rewlt of 

maely escalating the dosages of mediutions without first recogniting that medications do 

not adequately control pain in dl patients (Bniera & Lawlor, 1997). Moreover, given the 

complexity of the pain experience, as demonstrated in seminai work by Meluck and Wall 

(1982). cntid vanables wch as cultural, social, spintud and other issues can have a 

profound influence on the pain experience. Carefbl assessrnent and attention to these 

factors are ofien neglectad in favour of using only analgesic techniques for the alleviation 

of cancer pain (Bruera & Lawlor, 1997; Foley, 1997; Vainio et al., 1 9%). It is therefore 

not surprishg to find that even in recmt studies wnducteâ worldwide, that the conclusion 
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with respect to cancer pain continues to be that "pain is the most cornmon, most feared 

and most investigated symptom o f  advand  cancer" (VUnio et al., 19%, p.8). 

Unfortunately, literature on cancer-relatecl pain has attested to variability in 

response to this illness experience. There i s  evidence in early studies o f  metastatic disease 

that even in the absence of identifiable progression o f  pathology, people reported pain 

(Spigel& Bloorn, 1983; Ahles, Blanchard & Ruckdeschel 1983; Twycross & Fairfield, 

1982). and the pain experience was found to be more dimptive and intense for those who 

thought it to be rebted to cancer @aut & Cleeland, 1982). Further, even in the presence 

o f  identical neoplastic processes, the degree of pain reponed can diffcr across subjects 

(Twycross, 1982). Obviously the distressing experience of pain in the context of cancer 

gas far beyond the biochemid and pathophysiologid characteristics of the disease. 

Increases in the knowledge about conunon pain syndromes in cancer and 

dcvelopments of andgesic and other treatrnent ptotocols for pain control in cancer have 

not been matched by research aimed at explaining the discrepmcies in response to pain or 

how psychoscocial, cultural and other variables influence cancer pain. However, 

conclusion statements of reports on quantitative studies of cancer pain continue to hint at 

the possibility that variables such as culture, econornic strtus and other psychosocial 

vonables may be responsible for the diffefences noted in pain response (Bruera & Lawlor, 

1997; Foley, 1997; Ger, Ho, Wang, & Chmg, 1998). These authon endorse 

consideration o f  these factors in facilitating effective, comprehmsive management o f  

cancer pain. 

However, quantitative studies currently predominite what is published in this area. 
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A recent quantitative study by Ger et al. (1998) presents a good example of a study which 

demonstrated evidence that ailtural/ethnic background and socioeconornic status are in  

some way implicated in the reporting of the presence and severity o f  pain. However, we 

have no information about how. what or why these factors were found to be implicated in 

the prevalence o f  pain for cancer patients in this study. In  this study the investigators (Ger 

n al., 1998) noted that cancer was a leading cause of death in Taiwan and that cancer pain 

relief was poorly controlled in that country. The relatively luge sample o f  2% patients 

wit h cancer pain consisteâ o f  the dif?èrent a hnic groups t hat accessed the major healt h 

institution in  Taiwan: mainlanders, Fukimese, Hakka or Aborigine. Interestingly, ethnicity 

correiateâ with prevalence of cancer pain and other variables under study. However, an 

assumption rather than a research finding was used to explain why, for example, more 

Maidander patients visited the hospital than did the Fukienese, Hakka or Aborigine. This 

is not to negaie the appropriateness of the methodology used to address the problm 

outlined in these authors' study, but it does speak to the paucity o f  qualitative studies 

which could ducichte important cultural issues t b t  contributed to these findings. There is 

need for quditative studies which could make a contribution to enlightening perspectives 

in this area. 

The meaning associated with cancer and its pain is also an important consideration 

noted in the literature. A landmark study by Lipowski (1970) noted that the manner in 

which people cope with illness is directly relatd to the personal meaning and the attitude 

toward the illness. This author offerrd that in our culture, the subjective meaning o f  illness 

for each individual plays an important role in how one is &le to deal with illness and 
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disability. He suggested that the meanings attributed to illness re- past experiences, 

knowledge, cultural background and beliefs about sick people. Lipowski (1970) proposed 

that the given meaning of any particular disease "fiinctions as a cognitive nuckus which 

influences emotionai and motivational responses to illness and thus the coping strategies" 

(p. 98). He postulated eight major categones of meaning which he views as prevdent in 

our North Ameican mrinstrearn culture: Illness as a challenge, an enemy, a punishrnent, a 

weakness, a relief. a strategy, an imparable los ad a value. In exploring the meanings 

linked to the disase cancer there is ccrtairûy no lack of negative associations across 

various cultures. 

Golub (198 1) graphicolly describeci the perceived homr of having the disease 

cancer in the following way: "the cancer victim, host to a parasite gone wild in its 

development, is yoked to machine for detection and treatment and provokes in us our 

deepest dread and our dukest dreuns" (p. 730). ûordon (1990) offered that "the 

tremendously strong association o f  cancer with death, dering  and hopelessness still 

exists in rnuch of Itdy, coupled with the tremendous power attnbuted to naming and 

'senteocing'. . . . It is the social rdity here, such that infomiing a patient of cancer CM be 

tamamount to social death" (p. 276). Gordon's (1 997) most recent work suggested that 

these culturdly constructed meanings persists and endure over time despite social and 

politid legislation imposed to change them. 

Thus, powerhil negativc connotations and ascribed meaning exist in relation to 

cancer and they appeu to be well rooted in culture. Stein (1990) posited diseases as 

powerful organizing metaphors within a culture, noting that some diseases are more 
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symboliully burdened than others. Cancer is just such an illness and i s  seen in Amencan 

culture today to conjure "an unending Orwebn ~ g h t ~ e  of foreign intrusion, 

unsuspected terror that ovemns, controts, consumes, and destroys al1 with the cornpliance 

of the host whose very machinery is  used for its own self-destruction" (Sontag, 1978, p. 

350). Since, these powerfiilly negative connotations have the potential to influence the 

patient's, health Gare professionais' and society's perceptions uound the disease, it is 

important to uncover these meanings if we are to fùlly understand the patient's wffefing 

(Stein, 1990; Cassel, 1982). 

Moreover, pain in the context of cancer may have a great impact on the 

individual's ernotional well-being inasmuch as the fw that the presence or increase in pain 

could indicate disesse progression. However, there is no direct relationship ôetween 

variability in disease progression and variaôility in the pain experience in cancer. nierdore 

a disparity may exist between the significance of the pain as interpreted by the pain 

suffetcr and the actual physid deterioration (Ahtes, Blanchard & Ruckdeschel, 1983). It 

hos been noted in a study of patients diagnosed with cancer (Woodforde & Fielding, 1975) 

that the patients who were experiencing pain and had the disecise were more emotionally 

disiresied than other patients who olso had the disease but were not experiencing pain. 

These investigaton concluded that the combination of pain and depression were indicative 

of a helplessncss and inability to cope wit h the potentid threat to life t hat the pain 

indicated. 

There is a suggestion in much of the literature that the meaning of pain io the 

patient suRering from cancer, may play a role in the intensity of the pain being reported. 
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Cassel1 (1982) cited a use in his treatise on the nature of suffiring which offèrs support 

for this point. He noted that a patient reported that she believed the pain in her Ieg to be 

the pain of sciatica and could control it with srnall amounts of codeine. However, when 

she was told that the pain was due to metastatic spread she required greater amounts of 

medication for relief The fundamentai point that Cassel (1982) made in this paper is 

significant to  the underlying thesis to be explored in the present remch project king 

proposai. He concludcd thrt "what sornething signifies and how important it is to the 

whole array of a person's concems contribute to its personal meaning . Personai meaning is 

a fundamental dimension of pe~sonhood. and there can be no understanding of human 

illness or suffèring without taking this into amunt* (Cassel, 1982, p. 64 1). 

That meaning is ascnbed to cancer-related pain, and can have an effect on the 

patient's well-king and ability to cope with the situation, has been borne out in research. 

In a study by Ahles, Blanchard and Ruckdeschel(l983) they found that 6 1 percent of the 

patients with cancer stated they feared that the pain they were experiencing was indicative 

of a deterioration of th& condition. Thiity-nine percent of this group adrnitted to no such 

ôeliefs &out their pain. interestingly, an d y s i s  of these two groups reveaîed that the 

patients who believed that pain was indicative of dis- progression showd sipificuit 

elevation in anxiety and depression. The meaning of pain in the wntext of cancer may well 

be responsibk for the emotiond distress experienced, and in tum the intensity of the pain 

ex perience. 

Kremer, Atkinson and Ipalzi (1982) in a study of the affective dimension of a 

cancer pain population obtained sirnilar rewlts. In the second part of a two-pan 



experiment, these authon found t hat the patients su&nng fiom the pain of cancer 

rcported a reliably greater affective component to their pain than did those patients who 

reportecl the same sensory intensity, but whose pain was related to benign etiology. These 

authors concluded that "it is likely that this greater affective loading reflects the dinerentiai 

meanhg of cancer pain versus benign pain" (Kremer, Atkinson & Ignalzi, 1982, p. 16 1). 

Moreover, the pain of cancer was noted to be described differently than pain associated 

with knign conditions in a study by Dubuisson and Melzack (1976). Multiple discriminant 

anaîysis was used to investigate w h e t h  diagnosis of various types of pain could be 

identifid amrding to pathological condition by specific clustas of pain descripton using 

the McGill Pain Questionniire. In a clinical study of 95 patients suffering tiom various 

painful conditions such as rhaimatoid/osteoarthntis, toothache, phantom limb pain, and 

metastatic carcinoma, the investigaton attempteâ to distinguish among these eight clinicd 

categories on the bais of pain descripton. It was determineci t hat there was a reliably 

different cluster of pain descripton for each of the eight categories of conditions, and 

these findings were statistically significant. The researchers demonstrated tbat patients 

with cancer used a unique cluster of pain dcscnpton for their pain experience when 

compued to other pain syndromes. 

Speigel and Bloom ( 1983) systematiully examined 86 women suffkring fiom 

metastatic cancer of the breast and reportcd on the pain expience of these women. These 

investigaton also explored the relationship betwem factors such as pain and psychosocial 

factors, coping rpsponse and the meaning attnbuteâ to pain. They found that there was 

statisiiully a signifiant relationship betwcen the pain experienced and psychosocial 
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variables. The patients' bdief that the pain was indicative of the worsming of their 

condition was found to be statistically related to mon pain and to disturbance in mood. 

Not only is there evidence ofa predominantly negative cancer metaphor but 

Gordon (1990) alened us to the fact that in the United States as well as in Italy, the 

associates of death and helplessness is changing to ". . . a heroic metaphor." A good 

exrunple is easily found in the popular literature portraying cancer patients who manage to 

survive the odds through pulling on i m r  resources as "exceptional patients" (Si@, 

1987) and "more and more the illness is king confionted as a chailenge that can be ' k t '  

with a 'fighting spirit '" (p. 277). Saillant (1 990) also noted that there is a "new discourse 

on cancer." This discourse is centred on survival rather than death and articulates themes 

of maintaining hope and morale . . . is embodied in the slogan 'we can bat  cancer' (p. 

82). Good, Good, Schaffer and Lind (1990) echoed this and posited the notion that 

"oncological practice draws on distinctive cultural meanhgs associated with 'hope' and is 

infused with populu notions about the relationship between psyche and soma, the 

progressive efficacy of biotechnical interventions, truth telling and the nature of the 

physician-patient relationship" (p. 60). Gordon (1990) explained that in Itdy there was a 

similar trend toward this perspective on cancer. She noted that a variety of popular books 

such as those by Simonton, Simonton and Creighton (l978), Siegal(1987) and Cousins 

(1979). which depicted the courageous victor over the disease rather than the helpkss 

Mctim, were dl now trmslateû into Italian and were thought to "disseminate this new and 

popular North Arnetican approach to cancer and survival" (Gordon, 1990, p. 277). 

Interestingly. in a study conducted by the out hor of the current study (Barkwell, 
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1991) in Cmda (Winnipeg, Manitoba), it was noted that the cancer metaphor of both 

helpless victirn and wrvivor was evident in the meaning people attributed to cancer and its 

related pain experience. Using both quantitative masures (McGill Pain Questionnaire. 

Cognitive Coping Strategies Questionnaire, Centre for Epidemiological Studies: 

Depression S d e )  and qualitative accounts of meaning ascribed to pain as categorized by 

Lipowski's ( 1970) eight categories of meaning, this investigation was conducted on 100 

patients with metastatic cancer who were experiencing pain. Whrt was particululy 

noteworthy was that then were three categories of meaning which w m  chosen to 

describe the meaning attributed to pain by this group of patients (Lipowski, 1970). 

ANOVA revealed that patients who choose a nieaning category of challenge had 

significantly lower pain scores, lower depression scores and higber coping scores than 

those who choose the categories of enemy or punishment. Qualitative findings revealed 

the challengeci persons to be actively mobilizing efforts to gain mntrol over the pain. In 

complete contrat were the staternents given by those who choose 'enemy'. Their 

statements were charact&ed by a sense of helplessness and resignation to circumstances 

that haâ robbed them of their satisfaction with life. Finslly, those who chose 'punishment' 

made statements which were characteked by an externd force, mainly God. meting out 

punishment for unknown transgression. 

This discussion of the literature on meanings associated with cancer reflects the 

compkxity of the human king's reaction to a given illness rdity. It also suggests that 

cultunlly shaped meuiings influence the discourse and conceptualization arwnd the 

illmss expenence of cancer. The review of the literature highîights the highly complex 
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nature of an illness experience espcciaîly as it pertriins to one that is as metaphorically 

laâen as cancer is and as ubiquitous and multidimensional as pain is. 

However. it is clear that cultural factors play an important role in defining the 

meaning of the illness experience and shaping the response to it. Investigation into the 

meaning and coping behaviour of patients who embrace a culturally different context, 

w l d  provide a vduable breadth of cliniully relevant knowledge in understanding and 

m~aging cancer and the pain of cancer. For as Pfiffeding ( 198 1) so aptly explained, "If 

the meaning of illness is known, then communication and treatment plans will be more 

congruent m e e n  patient and provider. Each should fa1 more understanding, more 

actively involved in the therapeutic process, and the caring relationship will be self 

evident " (p. 1 98). 

Theoretical Frameworks Usai to Guide Investigations on Culture and Ulness 

Ex~lanatorv Models 

The Explanatory Model (EM) is a theoretid h e w o r k  proposed by Kleinrnan 

(1980), which proposed that individuils have ailhiraily constructeci meaningo t h t  are 

signifiant in helping t h  make sense of illness experiences. Explwtory Models focus on 

five centrai issues which individuals, regardless of cultural orientation, seek explanation 

when faad with illness: 1 ) the cause or aidogy; 2) time and mode of ons*; 3) 

pathophysiology; 4) course including both the degree of  illness and sick role; and 5) 

treatrnent (Kleinman, 1980, p. 105). Knowledge structures and beliefs which incorporate 

these fatures to the degree that they are fonnulated and used in understanding and coping 

with specific illness experiences are called Explanatory Models. The potential to diseover 
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the influence of C U ~ U E  and personal experience on the response to biomcdiul di- 

d e s  this a usehl fiamework for eliciting an explanatory model of illness experience. 

This frsmework proposeci by Kleinm~n (1978) was an attempt to provide a method 

whereby healt h, illness and healing could be understood from a social and cultural 

perspective. It is based on the prernise that the Iay person and the medical practitioner's 

views of clinical reality and evaluations of efficacy of treatment outcornes are 

tùnd~mentaîly different. These differences are thought to exist because the cultural 

construction of the illness experience is tied to specific systems of knowledge and values 

in the lay, folk, and medical professional contacts. That iq "professionals talk about 

sickness in a sector-specific language of biological finaions and behaviour, whereas 

patients and families, even when they incorporate terms fiom the former, talk about 

sickness in a culture-wide Ianguage of expience" (Kleinrnan, 1978, p. 88). Discerning the 

equdly legitimate perspective of illness held by folk and Iay persons were deerned by 

Kkinman to require a new research rnethodology for analysing the different clinical 

realities of illness. The EM mode1 is "a model of cognitive transactions in h d t h  care" 

(Kieinman, 1978, p. 89). Explanatory Modelq therefore, are thought to represent how 

people think a b u t  illmss: the cornmon seme repmntation of illness and health which 

provide explanations about beliefs on illness, sick roles and pmctitions roles, experience 

of illness and choices of treatment approaches. They are anchored in a pa~ticular social 

and cultural context a d  "are not easily reduccd to technid questions which crn be 

answend with simple biological explanations" (Kleinman & Sung, 1979, p. 7). 

This model, evolving tiom field research which spanned five years, demonstrated 



content validity in its use in studying the phenomenology of depression in a Chinese 

society (Kleinman, l982), practitioner-patient transactions (Kleinman, 1975) and the 

efficacy of Shamans and indigenous healers in Taiwan (Kleinman & Sung, 1979). The EM 

format, according to Kleinman (1978) offers ". . . an alternative social and cultura! mdel 

to challenge the egregious distorting biological redudionisrn of the biomedical mode1 in 

resurch and teaching" (p. 90). This model has potential for use in guiding qualitative 

accounts on culture d disease. It wos used successfully to frune questions in a study of 

cultural knowledge of blood-pressure in qibway people (Garro, 1988). 

The Cultural Hermeneutic M d  For Clinical Pr- 

Central to the conceptual orientation of the cultural hermeneutic model for dinical 

praaice propos4 by Good and Good ( 198 1 ) is the "clinical importance of the meaning of 

syrnptoms" (p. 169). These authors offer that the major underpinnings of this meaning- 

centreâ approach is that it: 

Recognizes al1 illnesses to be fhdamentdly semantic. Whatever the biological 

correlates or grounds for disecise, sickness becomes a human experience and an 

object of therapeutic attention as it is made meaningfùl. . . .a illness reslities are 

meaningfùlly constituted (Good & Good, 198 1. 167). 

Their second most imponant point is that: 

A meaning-centred approach recognizes al1 clinical transactions to be 

fundamentally hermcneutic or interpretive. Thus ". . .the culture or meaningfiil character 

of syrnptoms and the clinical task of understanding and interpming those symptoms are 

central issues" ( . G d  & G d .  198 1, p. 167). 
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These authors proposed that a particular expression of distress is rooted in its 

cultural context thus affording people culturally appropriate ways for articulating distress. 

They fùrther pointed out that notwithstanding the presence of pathology in disease, illness 

constitutes an even wider dimension of the hurnan response. lllness is thought that to 

consist of "a unique semantic network [which] condenses a unique configuration of 

meanhg" (Good & Good, 198 1. p. 176). These authon proposed that this unique 

configuration of meanhg around illness, including such things as f w s  and expectations 

about illness, pmonal trauma, life stresses, social reactions of tnends and authorities, and 

experiences with therapeutic intervention, al1 create a unique illness reality that is 

grounded in and shaped by a particular cultural context. Therefore, this model 

«>nceptualizes illmss as a meaningfd experience t hat is cultudly shaped. 

Good's (1977) study of 'heart diseue,' a category of illness in Iran, revealed that 

illness categories can be understood as a "net of words, situations, symptoms and fetings 

which are associated with illness and give meaning to the suflerer" (p. 40). In this study 

the author discovered that the label given to what is understood in biomedical terms as a 

discrete pathological condition, can be c u t e g o d  differently or can have culturdly varied 

cuisal explmations and h e m  differing individud experiences form one socieiy to uiother. 

The findings in this study suggested that the label given to a pariiailar illness must 

therefore be accknowledged within a socioalturd context. Therefore, the understandings 

and meanings associateâ with that illness label can only be Cully understood if information 

is  gamered from the perspective of the individud in the context of that individual's 

cultural orientation. This model has implications for mersurement of a perceptual 
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experience such as pain in a population where the cultural orientation is other than that of 

the mainstream English speaking majority population. It offers a framework which has the 

potential to capture the complexities of the cultural variation in perceptions and 

experience. 

Frameworks for exMUning the knowledge sttuctures that are used by the 

individuai to make sense of illness reflect culturally pattemed knowledge. However, 

rrsurch rpprorches have dso ban directed towards e d n i n g  shared cultural knowledge 

on illness. Blumhagen's (1980) study of hypertension presented a fascinating but 

cunvoluted design to explore the extent to which individual models of an illness are shared 

within a general cultural model. He developed a shared cultural mode1 representing what 

he calkd the 'cognitive domain' of the illness. He admitted being unable to estimate with 

any degree of certainty the extent to which individual rnodels were culturally shared 

models. Thc consensus theory of culture and informant accuracy (Romney, Weller & 

Batcheider. 1986) offers a methodology for msking such distinctions when carrying out 

research on intracultural variation. 

The Consensus Theorv of Culture Md Informont Accuracy 

The Consensus Theory of Cuhure and Informant Accuracy (Romney, 

Weller & Batchelder, 1986) offèrs another perspective From which to examine the cultural 

knowkdge which shapes how people understand and respond to illness. This model 

defines culture as that whkh has to be leamed as O Q ~ O S ~  to biologid hentage. Hence, 

the aspect of culture that this model attempts to amunt for is that which is shared and 

leamed (Weller & Batchelder. 1986). The model proposes that the amount and 
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distribution of cultural knowleûge can be systematically measund. Given that there is such 

a large size to the pool of cultural information available on a given culturally constituted 

reality, it is deduced that knowledge would have to be distributed and shard. Since we 

can only access a small segment of  the total information pod constituting cultural 

knowledge the mode1 suggests a focus on the "systematic cultural patterns" which are 

"subsysterns of knowledge that tend to cohere and persid as a unit lirnited to one aspect of 

culture" (Romney, et al., p. 3 14). The consems of agrcamnt among infomwts on a 

systematic cultural pattern can k used to malce infèremes about how they differ with 

respect to the shued knowledge which constitutes the cultural pool. 

This mode1 therefore measutes what is believed and understood to be tnie on a 

certain cultural domain and the extent to which there i s  a consensus among informants on 

what is understood to be tme. This method has the potential to yield data which reveal 

what the achial culturai bdiefs are around a @va subject. Funher, it has the potential to 

show, through mathematid analysis, whether or not these beliefs are shsred. The validity 

of this methodology in mersuring estimates of cultural cornpetence was demonstrated by 

Boster (1 986) and by Guro ( 1988) in a study using two methodologies, to ascertain 

beliefk about high blood pressure in an Ojibway community. 

This theory shows great potential for use in a study wmbining two methodologies. 

It proposes a mathematical fomula for aniving ai an index which indicates the degree to 

which culture i s  shareâ. Although intriguing, it would not provide any more information 

about the dynarnic and complex nature of the experience of pain or the complexity of the 

culturally constructeâ muNngs attributed to cancer, thon would any other well established 
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reliable quantitative measure. Further. this methodology would be useful only if one made 

the assumption that all members of a minority culture were the sarne in t e m  o f  bdiefs 

and practices and, that knowledge of this consensus of cultural beliefs could serve some 

usetiil purpose. Unfortunately this -ch for consensus of beliefs and practices among dl 

rnemben of a s p i f i c  cultural or ahnic group oAen f d s  into perpetuating stereotypical 

ideas a b u t  specific groups o f  people who may be as diverse in their attitudes and cultural 

pnctices within their community as the dominant society (Rsmsdem, 1993). The aims of 

this c u m t  research were to describe and explain culturally wnstnicted meanings and 

understanding around cancer and its pain. not simply to identie differences in beliefs. 

Therefore, a qualitative approach was the preferred methodology. 

In this chapter, a literature review highlighted studies on pain and the impact o f  

culture on meaning and rmponses to the pain of cancer. Both qualitative and quantitative 

approaches have ken used to address this issue. Conceptual h e w o r k s  which have bcai 

used to examine cultural models o f  illness and shared cultural knowledge was also 

examined for possible use to answer research questions such as the ones proposai in this 

study. There are however, no studies found which examine cultural understanding o f  

cancer pain in an Ojibway First Nations community. In the following chapter, the 

qualitative approach to data collection and analysis will be discussed. The underpinnings 

of the grounded theory will be presenteâ for i ts suitability of use in this research. 



C W T E R  3 

Qualitative Met hodology 

Introduction 

This research used a qualitative approach for data collection and analysis because 

the questions posed repuired answers which described the expenence of cancer and related 

pain and the culturd information that tiamed how people understood this illness. A 

giounded theory approach using constant cornpuison of theoreticai data was used, 

employing a conversational intewiew guided with opendeci questions. 

Qualitative research is said to "go beyond numbers into the realm of conceptual 

manipuiation. The symbols we work with are words rather than numbers" (Stem, 1989, 

137). Unlike quantitative studies, the aim of qualitative research is to build theory rather 

t h  to test them. Qualitative resecirch is concerned with using rich description, data 

synthesis and abstractions in the dmlopment of theory (Morse & Field, 1995). The 

results upon completion of a quaiitative work are based on providing a maximum of 

idonnation on the wbject of enquiry, rather than genedizetions based on statistical 

tindings. As well. redundancy or saturations (as it is commonly refend to) of categories 

signal the point at which &ta colledan should end, as opposed to a statistid confidence 

Iml (Lincoln & Guba, 1985). 

The sampling strategia in qualitative research are distinctly diffèrent to that of the 

quantitative research. In quantitative research, the purpose of the sampling effort requires 

that it k representative of a given population for the purposes of generalization. 



Theoretical sampling useil in the qualitative paradigm is concemecl with al1 the possible 

variations and possible information that is part of the context being studieû. According to 

Lincoln and Guba (1985). "the purpose o f  maximum variation is best achieved by selecting 

each unit of a sample only afler the previous unit has beni tapped and a n a l y d  (p. 20 1) .  

In so doing "each successive unit can be chosen to extend infornuition already obtained, to 

obtain other information that contrasts with it, or to fi11 in gaps in the information obtained 

so far. . . ." (Lincoln & Guba, 1985, p. 201). The purpose of this samplin~ is to ensure 

comprehensiveness artâ relevance o f  the theury. Theoretical sarnpling evdves during the 

process of the research endeavour. I t  is not selected in an a priori fsshion. It "is bssed on 

concepts that emerged fiom analysis and that sppear to have relevance to the evolving 

theory" (Strauss & Corbin, 1998, p. 202). 

Qualitative research yields rich descriptive data which must be systematicaîly and 

logicelly d y s e d .  Samplin~ and anaîysis, according to Strauss and Corbin (1998, p. 203), 

"must ocair sequentislly with analysis guiding data collection." The process of analysis 

eon~ists first o f  the units, which are small pieces of information which can be interpreted 

on their own merit without neeûing additional information, and which would make no 

smse if any part of  it were removed. Therefore, a word, sentence or paragraph can be a 

unit which is found in the interview transcnpts or any other notations or nonverbal 

behsviour (Lincoln & Guba, 1985). Coding is  the means whereôy "raw data are 

systematically transformed and aggregated into unit s which permit precise description" 

(Holsti, 1%9, p. 94) of al1 that is relevant. Evemually these units fom the basis for 
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defining categories. Thor sets of units that relate to the m e  content are linked together 

to fom categories. Incidents are cornpared which are applicable to each category. Coding 

of incidents for categories is &ed out. This involves a h  comparing them to previous 

incidents in the same and different groups, d e d  in the sarne category (Glaser & Strauss, 

1967). 

Constant cornparison geoerates properties and categories. The dimensions and 

properties, contexts, consequences and relations to other cutegories are denved by 

thinking at a conceptual level about the codifieci data. Categories resulting fiom this 

artafysis and respondents' words, become more descriptive and explanatory. Multiple 

mmo wri0ting is said to provide a more cornprehensible definition of the category. A 

retum to comparing new and previous incidents to propaiies and previously established 

categories, fiords definition and redefinition of categories a a higher conceptual kvel. 

W~th andysis guiding new data collection, categories becorne well developed and more 

integrated. As categories become hi ly  defined, "saturation" is said to have been 

accomplished (Glaser & Strauss, 1%7; Lincoln & Guba, 1985). This means accordhg to 

Strauss and Corbh (1998) that " (a) no new or relevant data seem to emerge regarding a 

category, (b) the category is well developed in terms of its properties and dimensions 

demonstrating variation, and (c) the nlationships among categones are well established 

and validated" (p. 2 12). 

The Interview 

The interview in qualitative reserrch. unlike quantitative research, is usually 
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unstnictund. It involves having the interviewee shape the focus of the inte~ew, and 

permitting that person, rather than the resarcha, to introduce what is important and 

relevant information. This does not mean, however, that the researcher does not have at 

least a tentative focus which she brings to the inquiry. The in te~ew structure in 

qualitative research can be unstructured or semi-structured. Unsvuctured intewiews are 

crineci out with little to no guidance to the flow of conversation because the goal is to 

msure that there is no preconceived focus by the investigator on the inte~ew process. 

The serni-structureâ in t e~ew is organized loosely around the topic of interest yet 

pmnitting flexibility in the direction and scope of the disaission (Polit & Hungler, 1987). 

Due to the fact that too much structure is not productive in the early period of the 

investigation, "early intmiews may look much more tike 'guideâ conversation' and may 

be appropriately called interactive inteniews" (May, 199 1, p. 1 92). As the study proceeâs 

the investigator attempts to focus on areas of interest merging from the data, looking for 

differences and sirnilarities. The inte~ewer then directs questions to the topic ares being 

focussed upon. As data analysis proceeds, questions in L e  interview becorne more 

foaissed to address gaps in the questions arising from the d y s i s .  The challenge becornes 

one of pennitting flexibility in the structure of the interview u well as maintaining 

consistmcy in questions asked, to allow for cornparisons to be made within and between 

interviews. It is suggested that systematic review and prepuation for each inteniew will 

help elirninate this problern (May 1991). This author suggests that given the unstructured 

format of qualitative interviews, it is important to use an indirect approach to the ana of 
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interest by using rather nonspecific language and open-ded questions (wch as, tell me 

about your life with diabetes) . . . then tMUng questions using language that reflects the 

informant's language . . . (what do you mean when you say 'out of control')" (p. 1 %). 

lnte~ewing in qualitative research i s  a challenge. It is costly and time wnsuming. 

It requires skiU to understand the vagaries that are often presented and to d i a m  the 

possible inroads to indepth description. It involves negotiating how to get the story, while 

miking judgemnts about whit information is relevant what is rot (Appleton, 1995; 

Hedges, 1 985). 

The types of sources where information might be best gathered for the project are 

identified by Lincoln and Guba (1 985. p. 26 1 ) as: "the existing literahire and experienced 

and knowledgeable experts." However, according to these authors, caution should be 

taken not to be b i d  by these sources as one entm the field. Literature cm be used to: 

Stimulate theoretical se~itivity, as a second~ source of data, it can aimulate 

questions, . . . direct theoretical amples . . . give you ideas about where you 

rnight go to uncover phenornena important to your theory and it can be used as 

supplement~ry validation . . . of the accuracy of your findings (Strauss & Corbin, 

1991, p. 51-53). 

Questions of vaîidity and reliability, as espoused by the quantitative paradigm, are 

critical elments in evaluating rigour in the research endeavour. It is also impottant in a 

qualitative remtch to address issues of rigour. Glaser and Strauss ( 1 %7) suggesteâ that 



on completion of qualitative research it should have "creâibility, plausibility, and 

trustworthiness" (p. 223). Similar criteria were offered by Lincoln and Guba (1 985) which 

are essentially addressing the same issues. They suggested that a quditative study should 

have "trustworthiness." The first criterion for this is suggested to be "tnith value," which 

means that the study should be evaluated on whether it is credible. They argued that since 

the qualitative approach assumes there are multiple realities which are constructed in the 

rninds of humans, it must be show in the qualitative endeavour that t hose multiple 

rdities were adequately represented by the data that was wllected. The argument is that 

the reconstruction of those multiple rerlities should therefore be credible. Taking the 

reconstructed data back to the source for their approval of whether or not these redities 

were credibly reconstnicted is the test upon which quaiitrtive research trustwonhiness 

should be judged. If persons having the expcrience under siudy are abk to recognize the 

researck's reconstniction and interpretation as Gaing their own, then there is support for 

the tmth value in the research effort (Lincoln & Guba, 1985; Sandelowski, 1986). 

By implementing the critenon of credibility the qualitative researcher will have 

introduced an appropriate measure of evduation to the research effort. Credibility in 

qualitative reseuch is the counterpart to intenul validity in quantitative reserrch and aims 

to infonn on the issues of vdidity. Applicability is the aiterion used in quaiitative 

research to evaluate what is referreû to as extemal vaiidity in quantitative research. The 

descriptive interpretations made in qualitative research take into account aJI wntextual 

effect s as a critical aspect of capturing dl the possible variables that constitute the 
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phniornenon under study. In order to evduate applicability in qualitative remch, one has 

to ask a question about transfcrablity fiom one context to anotk.  The question of 

generalization (its counterprn in quantitative research) is an inappropnate critenon for 

evduating extemal validity in qualitative studies. It requires that two contexts being 

investigated be comparecl "on those factors that define them. In order to be sure of one's 

inference, one will ned to know about both sending and receiving contexts. . . . 

Tmsfenbility inferences c a ~ o t  be d e  by an investigator who knows only one sending 

context" (Lincoln & Guôa, 1985. p. 297). The burden of proof of transfenbility lies with 

the penon who wishes to apply the findings dsewhere. The onginai invesiiptor mcds 

only provide sufficient descriptive evidence to make sure that judgements about similarity 

in contexts are possible (Lincoln & Guba, 1985). 

Consistency (which s p i c s  to reliability in quantitative research) is another 

critenon on which to judge the crcdibility of quaiitative research. ûependability is the 

operationai word usai in qualitative studies. Reliability is demonstrated by replication in 

quantitative studies. Lincoln und Guba (1985) questioncd the notion that any circwnstance 

in the r d  world which is wbject to constant change and history. could ever be replicated. 

Replicetion is therefore not acknowledgd as an appropriate criterion for the evaluation of 

the reliability o f  quditative rcsearch. Qualitative studies look for depmdrbility as a 

counterpm to replication. Depmdability means "taking into account both factors of 

instability and factors of the phenornaal or design induced change" (Lincoln & Guba, 

1985. p. 299). 



Naitrality, refen to ensuring against bias in the approaches one takes in the 

research effort. In qualitative research, the issue of neutrdity addresses the issue of 

objectivity in research. From the qualitative research perspective, the emphasis of 

objectivity is not placed on the investigator. but on the data. The question then becornes 

one of whether the findings are conthable. 

"The four tenns 'creâibility,' 'transferability', 'dependability.' and 'confirmability' 

are then the naturdist's equivdmts for the conventionai tenns 'intenul validity,' 'extenul 

validity,' 'diaôility,' and 'objectivity.'" (Lincdn & Guba, 1985, p. 300). There are 

strategies suggestd to enable the opemtionaüution of these ternis in qualitative reseatch. 

The following are ways to ensure credibility, transfmbility, dependability and 

confimbility as dictateâ by Lincoln and Guba (1 985). 

Credibility: This is achieved by spending a prolonged period of tirne in the setting. 

Understanding the contexts in which betuwiour and events take place is imperetive in 

order to detect nuances and distonions that might be in the data collected. As well, the 

investigator requires time to establish and build trust and therefore increase the possibility 

that respondents wili be comfonaôle enough to provide answers to the inquiry, that the 

invcstigator will decrcase the possibility of distonions, recognize atypicai events in the 

data and throughiy understand the conta  in which the inquiry is taking place. Thgs 

such as personal bias a d  assumptions on the part of the investigator must be expmined. A 

reflective joumd may be helpfil. Anonymity and fiedom to volunteer participation 

without pressure must be ensured and will maxirnize the possibility of gctting andid 
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answers to questions poseci. The use of trianplation of sources and diffnmt methods are 

dm ways of ensuring the cndibility of the findings. 

The peer debriefing process is also a way to establish credibility of the findings. It 

involves having an opportunity to have peers who have no vested interest in the 

investigator or herniis research, to question and explore the investigator's personal biases 

and the basis for interpretations made. It also provides an oppominity for the rescarcher to 

dimss and dari@ emerging themes, to vent fdings anâ to aquire important feedback 

about the next step one takes in the inquiry. 

Negative case analysis "is a 'process of revising hypothesis in hindsight "' (Lincoln 

& Guba, 1985, p. 309). This process involves checking and rechecking interviews against 

previous interviews to identify instances of exceptions or outlias and revising hypothesis 

to include the diffaent information. It aiso duces the number of negativc cases and 

therefore maùes data more credible. 

Member checks and par review are thought to be the most critical approach for 

ensuring creâibiiity of the findings (Lincoln & Guba, 1985; Strauss & Corbin, 1998). This 

involves reporthg the interpretations, conceptuahtions end conclusions drawn to the 

original participants in the inquiry to ascerfain whethcr they recognUe the representation 

of their own r d t i a  u portrayed by the investigator. A member check represmts a 

judgement of the entire research enterprise in terms of its credibility. 

Transfaability: In qualitative research, establishment of tnnsfmbility in the conventional 

sense is impossible. The purpose of a qualitative inquiry is to produce rich description and 
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working hypotheses derivecl in a particular context and time. It is impossible to know 

whether these same hypotheses and descriptions would hold tme in another context or at 

another time unless the degree of sirnilady of the other context is also known. Therefore, 

providing description with the widest range of information from the context examined is 

the extent to which qualitative fuidings can contribute to transferability (Lincoln & Guba, 

1985). 

d Confinnrbility: These criterion for establishing rigour is related to 

finding consistency in the findings. According to Lincoln and Guba (1 989). deperidability 

and confinnability are related aiteria for checking ngour as they both addtess the issue of 

ascertainhg whether the findings are grounded in the data. They represent checks to 

ensure that the research process and the results are fm from bias. Thus the research 

produa should be examined to ensure that the rcsults shown are supportecl by the data. 

This involves examination of the data, the findings, interpretations and recommendations, 

and these should to be supporied by data. In order to accomplish both depedability and 

continibility, it is necessory to have an "audit irail' (Lincoln & Guba, 1985, p. 3 19) 

which consists of the raw data, the field notes and other ways of showing the way 

concepts were linked and thought through (mernos), as well as notes about how the 

trustwodtiness of the enterprise w u  established. The main purpose thmfore is to 

examine whether the findings w m  grounded in data and whether another researcher. 

following the logic used at arriving at the findings, would agree with the results (or at least 

not amve et wntradictory conclusions). 
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Strauss and Corbin (1998) suggested that 'reproducibility' is also a way of 

establishing contimability and rigour in qualitative remch. They ugued that two studies 

of the same social phenomenon cannot be expected to produce the precise results. 

However, th y pointed out that "givm the same perspective of the original researcher, 

fdowing the p e r d  rules for data gathering and onalysis, and assuming a similar set of 

conditions, other researchers should be able to corne up with the same or very similar 

theoretid expla~tions for the phenornenon unâer investigation" (p. 267). They added 

t h  in their studies of chronic illness, 0 t h  qualitative studies on the sune topic have 

demonstrateci findings consistent with theirs dapite the faa thrt their miphrisis on a 

specific aspect of the topic ara might have been different, or alternative conditions may 

have existeci in the specific study . 

Grounded theory, they explain, should aiso have explanatory power. This, dong 

with the other aspects of trustworthiness previously addressed, is recommended as a 

criteria upon which grounded theory should be evaluated. Therefore in Wfiting the 

thcoretid formulations evolving fiom a study, the conditions that give rise to the 

phenomenon should ôe specified. That is "problems, issues, the use of strategies or 

actions/interactions to manage these problems or issues and explanations of what 

consequaices occur as a resuh of thore action/intaactions" (Strauss & Corbin. 1998, p. 

267). 

Hence, the final requirement of the tnistworthiness of a qualitative study is that 

"m~archers consider the plausibility of their evidence in the context of other rcsearch and 



theory" (Avis, 1995, p. 1208). 

Chounded Thwry 

Grounded theory was first introduced by Glaser and Strauss (1967) as a qualitative 

approach to data analysis as opposed to quantitative approaches. Grounded theory is said 

to be a particular way of collecting and adysing qualitative data. The goals of the authors 

were to "produce reswch that would be of vaiue to professional and lay audiences and to 

develop solid theory t L t  fit that reaiity" (Morse & Field, 1 995, p. 1 57). Al1 of the above 

processes outlined in qualitative research, reptesent the underpinnings of  gmunded theory. 

Mone and Fields (1 985) pointed out the specifics of the grounded theory requiremmts: 

When using a grounded t heory approach, the researcher must consider several 

factors. The setting i tx l f  influences the way in which behaviour is evidenced, and 

w it must be taken into consideration in data analysis. There must be adequate 

range of participants to provide a full range of variation in a phenornenon, so that 

definitions and meaning are groded in the data. If participants are restricted to 

a homogmeous group, this fact must be made clear. The descriptions of socid 

behaviours should be described as thy occur in their naturd settings which meuis 

thrt in intemews the researcher must ask questions t h t  identiQ the "what" and 

the "whete" of the describeâ situation. Ail bthaviour must be understood tiom the 

participant's perspective (p. 1 57- 1 58) . 

The wrrent study hm used the pidelines for grounded theory outlined by Strauss 

and Corbin ( 1 W8). In so doing the emerging theary was âetived from the data following 
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systematic gathering and anaîysis of data. The raicarch process involves description of 

events or phenornena with fùrther anaîysis that explains and interprets the data. 

Description is said to be basic to both theory building and conceptuil ordering. 

Conceptuai ordering, accoiding to Strauss and Corbin (1998)' is "organizing data 

accordhg to their properties and dimensions and then using description to elucidate those 

categories" (p. 19). These authors see conceptuai ordering as a precursor to theorizing. 

Theorizing does not stop ai depicting various aaors' perspective and explicitly ordering 

these into well developed thana. T h e o ~ n g  goea tiink. It is the "act of constructing 

(we emphasim this v a b  as well) from data an uplmtory scheme t h t  systmirtiully 

imegrates concepts through statements of relationships" (Straus & Coibin, 1998, p. 25). 

Using the opauions prcviously outlined for the implementation of quaütative 

rnethodology, a grounded theory approach was used to collect and analyse the data. The 

following Chapta detaiis the steps taken to construct theory which is grounded in data. 



CHAPTER 4 

Met hodology 

Introduction 

A qualitative approach, using a grounded theory methodology for data collection 

and analysis, was used in this investigation to discover whether culturally pattemed 

knowledge fiamed the way in which Ojibway people fiom a reserve in Eastern Muiitoba 

understand, expericnce and ded with cancer and nlateâ pain. The aims of t his research 

were to: I )  describe and explain how cultural beliefs fiamed how Ojibway people. living 

on a reserve community, understood the illness experience of cancer and related pain and, 

2) to describe differences andor sirnildties between Ojibway respondent s and healr h 

professionils' explmations and perceptions of cancer md related pain. The information 

gathered fiom this investigation could contribute to the theoretical basis of cultural rnodels 

in M n g  of illness. 

B~uIntipn S m l e  and InclySion C n m  
. . 

Although in using a grounded theory approach one does not focus on the seleetion 

of a ranâomizcd simple. it is r m w u y  to focus on appropriatencss and adequacy of the 

m*hods used to rlea participants for the siudy. Data appropriateness, according to 

Morse and Field (1 995, p. 1 89) "refus to the process of selecting participants who could 

ûest infonn the r d . "  Data adequacy m a n s  "the amoum of data obtained end 

whether or not saturation occurreâ." Both of thesc are important considerations to be 
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made in sample selection. In the w m t  study, participants w m  of the Ojibway cultural 

orientation, and they were peopk who were believed to have information on the subject 

bang addressed by the research. Hence, the participants who constituted the sample fiom 

the reserve community setting were Ojibway, and they were believed to have gained 

knowledge of the disease cancer and related pain through having had the illness experience 

as patients, having been a are-giver for someone thraighout the course o f  the disease, or 

hrving dealt with the dis- in the role of M e r  (traditionil huler). The participants 

âom the biomedical hospital setting were physicians and nurses who were potentid 

providers of heahh care for residents of the adjacent resewe. It w u  believed that various 

perspectives would yield data that provided greata breadth of understanding and a wider 

perspective fiom which to conduct theoretid sampling. 

Theoreticai sarnpling guided the selection of the final sample accnml in the study. 

The data collection proc«s in grounded theory suggests that sampling is grounded in 

theory. Thdore, the pracess used in collecting data involves concurretitly wllecting and 

adysing data in order to develop the emerguig theory . Data coUection therefore 

influenced the d y s i s  process throughout, based on insights b n e d  from previous 

interviews. The numkr of participants were seîecteû as the adysis process was merging 

racher thm before it ôegan, as is required in quantitative rnethodology. 

The target population consisted of adults in un Ojibway resewe community in 

Eastern Manitoba. The name of the wmmunity is withheld in order to maintain anonymity 



as agreeâ to in the proposal. This community consists of a population of approximately 

4,000 to 5,000 people. The sdection of this community was based on the fact that, 

according to a prominent community member, a number of the people who constitute the 

population are bilingual (Le., Ojibway and English Ianguage), but do adhere to "the old 

ways". Rogers (1%2), who wrote about the Ojibway people noted that. in wntemporary 

times, despite the fact that more faith was b e i  placsd in biomedical practitioners, "much 

of the old remains, espedly in tems of attitudes, beliefs, and vaiues of the peuple" (p. 

A25). Since the present resesuch is desiped to explore cultural influences in fiaming 

illness experiences, an attempt was made to ensure that the population to be studied was 

one which demonstrateâ some dcgree of adherence to a distinctive cultural orientation. 

Eighteen Ojibway participants and thirteen health professionals participated in the 

study, for a total of thirty-one participants in the study (see Table 1). The Ojibway group 

consisied of patients with various*types of cancer, caregiver relatives and healers. There 

were ten women and eight men which constituted the sample. They ranged in age fiom 37 

to 72 years. 

Table 1 

Characteristics of Oiibwav Particioants 

Male 

Female 

Total 



The number of years of education ranged tom O to 17 yean ( sa Table 2). All 

participants offered Ojibway as their first Ianguige. This type of demographic information 

is said by Glaser (1978) to be of significance in qualitative data only if it has eamed its way 

into the emerging data. A case could be made for that in this study. 

Tabie 2 

Years of Education Com~leted 
-- - - - - 

Education < Grade 6 Grade 6 - 12 Post Secondary Average Years 

Men 

Women 

Total 

One of the stnking observations noted in the dernographics was that of education. 

Since this resurch was an endeavour to understand the knowledge peopk in this 

community had about an illness experience, it was assumed that "education" equated with 

knowledge as is the case Rom our Western cultural perspective. The participant's level of 

education was therefore seen as an important observation to consider. One of the most 

enlightening observations to be made by the rexarcher when examining the data was that 

the number of yean of education did not necessarily imply knowledge: It did not imply the 

level of knowing within a culture. It was wrprising to note that the participant with the 

lowest level of educaîion was also the one who spoke most clearly and eloquently about 

the detYled changes in nature he had observed that indicated the level of pollutants thet 

were contaminating theit riven and possibly causing camm. It was dso this respondent 
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who spoke o f  the importance of the "cohesiveness" o f  t heir cornmunity . When asked to 

elaborate, he explaind how important it was for family members to be close and 

supportive dunng times ofillness. He seemed to possess a wisdom that could not have 

been aquired through any number of years of  education. Hence, the quantification o f  

knowledge by the number of years o f  education spent in school as shown in the table 2, 

does not necessarily reflect the level o f  knowledge this participant had about the 

biomedical disuse king disaissed. This insight might weIl have been Msseâ if purely 

quantitative methodology and statistical relationships were useâ. The participants who 

weie heaith professionals were qualified physicians and nurses who worked at a hospital 

adjacent to the reserve. 

The sampling hime for accessing participants was through word-of-mouth and the 

use o f  an intermediary person 60m the Health Centre to gain access to the reserve. A 

Meeting with key elders in the community w u  rrranged. This formai meeting with the 

elders of  this community took place in a sacreâ lodge and involved smudging with tobacco 

and a dnim ceremony. The remcher was previwdy instructed by the intennediary 

person as to the type of drcss and gi8 of tobacco to offer at this meeting. M e r  the dnim 

cmmony, the chief elder spoke at length of the oppression and difficulty hi3 people fa&. 

The importance of the Creator and spintuality was also a central theme. Each pason 

spoke. The researcher then presented the research project for approval which was grrnted. 

The project was presented to the Band Chief by one of the eldtrs in the group who was 
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also the researcher's in ted ia ry  person. Following a lengthy wait, the fornial approval 

was given for the project and access to the community by way of a formal letta ôom the 

resewe community. A meeting with the Director of the hospitiil adjacent to this 

community was manged. Mer she submitted the project for Board approvai a f o d  

letter of approval was sent to the researcher (see Appendix B). 

lt was initiaiiy intended to gain access to patients with cancer through attaining 

permission fiom the appropriate persons in charge of such wtters at the health institution. 

Physicim and nurses would then be approached and asked to inform patients with cancer 

of the research project and invite them to contact the reseucher if interested in 

participating. In this way only patients with a eodirmed medicol diagnosis of cancer, as 

indicated on their medid record. would be recniited into the study. 

Interestingly, gaining access to records did not present the usud ethicai issue of 

confidentiality as was anticipated, but another unanticipated one arose on this subject. 

That the investigator thought it necessary to confimi the prescnce of a diserise such as 

cancer thrwgh codhation by a biomedi4 diagnosis becsme the issue of contention. 

This was interpreteû as discounting the word of the patients themselves uid their ability to 

identify their own diagnosis as provided to them by their physician. The investigator was 

idomied that this would k interpreted as an insult to thcir community members. 

Suggesting a n a d  to confirm the diagnosis fiom records implied that they (the records) 

were the only legitimate records of this diseue. not the lived experience of these petsons 

who had the disease. I t  was decided that, in keeping with the methodologid approach 
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being used in this study, patients or funily memkn would infonn the r-cher of the 

diagnosis they were given by th& doctor. The staff at the Health Unit agreed to draw the 

study to the attention of anyone whom they knew would meet the written criteria 

(Appendix C). No medical records were accessed by the researcher. Ethical conms  and 

respect for cultural noms were managed in this way in order to gain access to 

participants. 

An open-endeû, face-to-face i n t d e w  fonnat was used in this study which was 

developeâ by the investigator and was loosdy guided by Kleinman's ( 1978) explanatory 

mode!, which as discussed earlier, suggests that lay people have their own prrspectives 

and understanding of illness; the causes, the course of disease and treatment. Interview 

questions focussecl on getting descriptive data which could explain what cultural 

knowledge people held about cancer and the pain of cancer, what cultural beliefs 

supponed their understanding of cancer ad its pin and what the pain of cancer meant to 

them. In the case of patients, they were asked to describe the pain experience in tenns of 

intensity, duntion anâ nature of the experience as it pertained to whet it m m t  and the 

impact it had on their lives. in the case of datives, they were isked to make the ~ M K  

descriptions of the pain anâ i ts  meuiing but wen aiso askeâ to descnbe what it was iike 

for t hem when their relative was in pain. 

The following is an excerpt 60m an intnview with a patient demonstrating the 

kinds of questions mked when the investigator a d d r d  cancer pain: 
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1: Do you get pain with this cancer? 

P: Yes, 1 do have pains like, when the pains corne up, I've got to p back to the 

hospital to get treatments because I canot deal with the pain. 

1: You can't deal with the pain, can you describe what that pain is like? 

P: They're jusi, burning. . . like it's a little bill and it bums and then it moves and 

it moves fast, like it travels. That's why they uh, that's why they m ' t  get nd of it 1 

guess, because it moves to one area and thm comes to another area. 

1: Then it moves al1 over. . . I  notice you are pointing dl over ywr body. 

P: Yeah 

1: Um, when you get the pain, what do you think that means? 

P: 1 don't know why the pain cornes back. 1 do so good, like 1 pick up so good 

and al1 ofa sudden, bang, and then Fm sick again, like, and 1, I don't know why 

that pain cornes back, I guess. 

1: So when you get the pain it sort of signals that you're getting sicker? 1s that 

what you're saying? 

P: Yeah, uh huh. 

I: Oicay, w usually, as you said, you have to then go back to the hospitd b u s e  

of the pain. 

P: Y& that's what it usually tekes 

1: How long does it usually Iast? 

P: Well it, it liists long. . . yeah. 
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1: What does that tel Iike? Describe it for me 

P: Ah, it's pretty severe and . . . ah, like 1 can't stand it, i've got to have pain killen 

right away simply to be cornfortable 

1: Yes, 1 see, okay. Um, what's it like living with this? Can you tell me what this 

experience has becn üke for you? 

P: Well it's hard. Like uh, 1 want to live my life. I want my life back . . .[voice 

tremors] 

This patent wntinued to explain how cancer pain took his life away. Afl 

prnicipartts were also asked about wtut they thought causeci cancer and related pain and 

what approaches to treatment andor healing were taken. They were also askeâ to identif) 

what w u  or could have been more helptùl as they went through or (were currently going 

through) this experience. An exampk of an initial interview guide with the patients is 

shown in Appendix F. The opended format of the inteniew facilitated addressing 

further questions rrising as a result of responses of uiformants. As well, probes were often 

made relative CO patient responses and not according to the script. The original inte~ew 

format changed with theoretid ssmpling and emerging d y s i s .  

As well. a shon dernographic questionnaire w u  used to gain specific data with 

respect to age, gender ducation, occupation and language. The open-ended questionnaire 

provided descriptive and interpretive data of the perceptions and meMings of the illness 

experience of cancer and related pain from the perspective of the patient, relative or 

healerlelder . 



Interviews 

The i n t e ~ e w s  were conducted by the rescucher. AU participants were informecl 

of the length of the i n t e ~ e w  uid the location and time of i n t e ~ e w  w u  rnutually agreed 

upon by the participant and the researcher. Before each interview, the description of the 

study as outlined in the consent form was read and patients were instructed to s i p  the 

consent form as an indication of their agreement to pailicipate in the i n t e ~ e w  (see 

Appendix D). The interviews lasted approximately one hour. Interviews with heolth 

professionals were shorter, approximately om-haif to threequarter houn. An Ojibway 

interpmer was available for thom who prefkreâ to speak in their Ojibway Ianguage. No 

one took this option. 

The i n t e ~ e w s  were unstnictured. Broad questions were posed by the researcher. 

The purpose of the unstmctured interview in quditative research is to ensure that the 

inte~ewee's definition of the situation is capnired. As specified by L i d n  and Guba 

(1 985). the unstructured interview encourages "the interviewee to structure the account o f  

the situation; and [kts] the interviewee introduce to a considerable extent his notions of 

what he regards as relevant, instead of relying upon the investigator's notion of relevance" 

(p. 168). 

Tnistworthintss of the Daia 

The tmth value of the study aceording to Linwln and Guba (1  985), is necessary to 

show thrt the analyst's interprctations and reconstructions of multiple rdi t ies reflected in 

the findings "are credible to the original constructon o f  the original multiple realities" (p. 
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2%). The participants' feedback with respect to the accuncy of the researcher's 

interpretation of the data is a measure of the credibility of the findings. In ordet to 

evaluate the tmth value of the study the researcher retumed to the community setîing and 

shared the findings with a group of thne community members (one of whom was a 

healer) and as well, two individual meetings were carried out with individual participants 

in the study in their home. It was remarkable as well as gratifjmg to receive feedback from 

these people which confirmed the researchers' interpretation of the finûiny . There was 

one change proposed by a participant. Whm discussing the property of blocking 

categorized as "lack of talk," the researcher o f f d  the conceptual label of silencing on 

the subject of cancer, noting that in some countries such as Japan there was a "conspiracy 

of silence" with respect to cancer. The rescarcher shared that she had seen no evidence of 

conspiracy in the data gatherd in this Ojibway community, but that there was certainly 

evidence of silence on the topic. The participant agreed stating "its more a res~ectfiil 

silence." This word was incorporated into the data. 

Coded data, tfatlscripts and the process of the condua of the reservch followed 

those outlined in Glaser and Strauss (1 967). At the onset of the intemew coded 

manuscript were shared with a colleague with expertise in qualitative research (she taught 

quditative m t h o d s  in research) for her fcedôack in terms ofthe investigator's 

interpmrtion of the data. There was agreement. Lata on in the process when data 

collection was b r n i n g  more f o a i d ,  an interview was submitted for an informai peer 

review to ascertain whether their interpretations w m  different from those of the 
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investigator or whether the rcvicwers arrived at the sune conclusions. The group 

consisteû of twelve peuple from various disciplines, from al! over the world, who were ail 

taking a short course in Qualitative remch fiom J. Corbin who co-wote with A. Strauss, 

the 1990 and 1998 text on qualitative reseuch. It was initially intimidating to submit one's 

work for a review but the feedback was encouraging and vaiidating. Dr. Corbin guided the 

review and each member of the group provided helpful fesdback. Valuabk feodback was 

gaincd in this procea~ as there was contirmation on the wre concept which was emerging 

which rnatched thrit o f  the investigator's. 

Depmdability and confirmability are dso criteria for checking rigour as they both 

address the issue of rsceriaining wheiher the findings are grounded in the &ta. There are 

strategies which are recornmended for inacasing the possibility that the findings resulting 

form the research Mort are crcdible and that they can be contirmed in the data (Lincoln & 

Guba, 1985). Hence, the process used in this study to arrive at the findings are outlined. 

The interviews were tnnscriôed using Word Perf" Corel 8. A cornputer sofb 

wve package d e x i  Qualpro was initially used to help with coding. It becsme tw 

compliuted to use and cost more in time thon the benefit it was supposed to provide. The 

cornputer Word Perfèct Corel 8 was u d  for line numbering and creating margins, 

highlighting and copying signifiant pssa8es fiom the interviews and creating files where 

similor strips of data were stored undei categories. Each line of the interviews were 

initially complctely read and a descriptive code Mme was written to represent concepts 

arising fonn the data. Categories were coded manually using colour codes for ease of 



71 

identification of emerging categories and tracing concepts within and across inte~ews 

when making constant cornparisons for theoretical sampling. 

Qualitative analysis was mployed using the constant cornparison process, 

comparing each piece of data within and across inte~ews. This first stage of the research 

therefore provided descriptive data bmed on the informant's personal experiences and 

meMing attributed to their illness experiences. These qualitative data were analysed line- 

by-line on a continuous buis as the study progressed, using open codes to identify d e n t  

themes emerging fiom the data. Open coding was manually written in the mugin, of 

words or phrases that captund dimensions and propaties of  emerging categories. 

Analysis involved noting the similarities and differences in the data and abstracting wre 

concepts that were signifiant by nature oftheir repeated appearance or oôvious absence 

when comparing each aspect of the data. 

Ideas and conceptualhations about the relationships between categories and 

emerging concepts were docwnented in Memos. According to Morse and Field (1995). 

Memos serve to "help the researcher obtain insight into tacit, guiding asswnptions. . . . 

increase the conceptual level of the research. . . . capture speculations about the prop«ties 

of the categories, relationships of the categories or possible criteria for seîection of 

additiond participants to d c h  the data. . . .enable the rcsearcher to keep track of and 

preserve ideas that may be potentially valuable. . . .and mting important thoughts abwt 

similarities of emerging theory to establish theones and concepts" (p. 160). This is a 

strategy and source of canfinning the findings with the data. 
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In this research memos were written in a separate lincd pad. Questions were asked 

of the data and thoughts and analysis of these were written. For example, early on in initial 

coding of the data, a descriptive theme which was emerging to explain the phenomenon 

under study was "we don't talk about it ." The d e  for which this was a property was 

labelled "lack of talk." Lt mon became clear fiom examining the data that there was more 

than "lack of talk" that represented the phenomenon. The memo d a e n  at t his point 

dirccted the resertrcber to rnake theoretid comprrisons across dl intemews for evidence 

of other propenies besides "lack of talk." The adysis led to understanding that there was 

a "lack of discourse" at many levelq extending as far as and including participants' 

relationship with the community. It soon became clear that t h m  were also prope&s of 

"Iack of disdosure" and "lack of naming." The question then became whether there was 

an ovenrching concept that would explain and subsume dl of these subcategones. At this 

point, the word "blocking" was noted throughout an i n t e ~ e w  with a patient. It was used 

to describe all of the previously noted subcategories. A memo was written to theoretidly 

compare al1 intewiews for evidence of what was described as blocking. As data w u  

anilysed at a hi&« conceptual level, dl subcategories previously identifiai through 

constant cornparison within uid across inte~ews, fit logidly under this major 'in vivo' 

code "blocking." This then dirccted the rrscirchcr to theoretical sunpling for dimensions 

of blocking. Hence writing memos helped stimulate thinking, facilitated the analysis of 

data at a higher conceptual levei and helpod greater emersion into the data, identifjmg and 

directing tiinher theoretid cornpuisons and theoretid sampling. 



73 

Axial coding involves "relating categories at the dimensional level" (Strauss & 

Coibin, 1998, p. 126). It forces the researcher to identiQ the contas in which a 

phenomenon manifests itself and helps to elucidate the complexity of how certain events 

ocair and also why they occur. so that explmations of the phenomenon under study are 

deemed more plausible and understandable. Ln the present research, dimensions of 

blocking were identified through use ofa "flip-flop technique" (Strauss & Corbin, 1998, p. 

94) on the centrai concept. These authors aiggest tuMng the concept 'upside down' or 

'inside out' to examine it fiom a different perspective. The question was then uked about 

what properties a<isted and whether therc were dimensions of the corc concept in this 

current research. Hence a theoretical note was made of what was thought to represent the 

opposite of blocking. The data was searched for evidmce of Un-blocking and its 

properties. This directed theoretical cornparisons of incidents where any dimensions of an 

open nther than closed dyMmic existed with respect to blocking. The conditions under 

wiuch Un-blocking occurred was also exploreû. Answers to these questions directed 

fùrther theoreticai sampling for evidence of properties of this dimension of blocking. Axial 

cuding for major subategories explainhg why blocking was rnanifested, were found to k 

W on a need for protection vs. expown to hum ad maintlning connections vs. 

alienation fom cultural and spiritual beliefs. 

It was during constant cornparison of data for the similrrities within cltegories that 

what is refend to as "atypid cases" (Morse & Field, 1995, p. 139) or "outlying cases" 

or "negative cases" (Strauss & Corbin. 1998, p. 1 59), were reveaîed. These were cases 
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that demonstnted the range of behavioun that are representcd in a category but dso 

showed properties that were contiary or atypical. In the current nudy, an atypical case 

which Id to Further theoretical comparimns and sampling for variation, was the situation 

of an extreme fom of blocking. Strauss and Corbin (1998) noteâ that "when an odd event 

arises in the data. there usudly are intervening variables or conditions that explain that 

varilility " (p. 160). 

This waa borne out in the outlyin~ cases in this study. It was found that those who 

attempted to "un-block" and retumed to their traditional spiritual rituals in order to ensure 

the recovery of thar relative, lost their füth upon the death of the relative. They then 

reverted to blocking. However, the form of blocking they reverted to had al1 the 

characteristics of blocking noteû in the other incidents of blocking, but it now a h  

included the abuse of aicohd and drugs. Hence, discoverhg these cases in the dys is ,  

and including them as o part of building the theory with explanations of their properties 

ad the conditions under which the variabiity occurs, incteases the "generaliability and 

explanatory power" of the theory (Strauss & Corbin, 1998, p. 160). 

Categories. events and actions that underlie categoties were evaluated throughwt 

the process and a matrix was developed in which to present the core category. Strauss and 

Corôin (1 998) stated that the devance of a matrix is  that: 

locating a phenornaion in wntext means more to us than simply depicting a 

situation descriptivdy, as would a good joumalist or novelist. It means building a 

syrematic, logical, integrated a m n t ,  which includes specifying the relationship 
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between signifiaint events and phenornena (p. 182). 

Hence, the matrix represents a set of ideas that explain relationships between categories 

and is related to "actiodinteraction as it evolves and changes over time" and provides 

information about " structure [conditions], properties dimensions, and consequences" 

(Strauss & Corbin, 1998, p. 183). The matrix deveioped in this study was helpful in 

directing further theoretid sampling und in constnicting diagramrnatidly (as seen in 

Figure 1, later in the d y s i s  section of this doaiment) the process involved in the 

oversrching conceptuai mode1 deriveâ in tYs research. 

Controlling for researcher bias t h g h  'bracketing' w u  an important goal of this 

research effort. One of the things worth noting was the insights the researcher gained 

when using an open-ended interview structure for data gathering. There is the illusion that 

one brings no preconceived ideas to the interview session, and that one attempts to allow 

the respondent, rather than the investigator, to focus the interview. The aaud experience 

is  far more dficult than anticipated, given instructions on this in the literature. Although 

specific efforis were made to gain insights into one's own biases, to bncket ideas 

prmnicd in the literature and to stay neutrd in the researcher's stance, this becune a 

chllenge when wnducting interviews for this research. Unlike the quantitative i n t e ~ e w  

which is " . . . something to be slaviahly followed ( Hcdges, 1985, p. 77). the open-ended 

conversational intemew required enomiws effort to permit the conversation f'rom moving 

away fiom the point (that is, the researcher's idea of wbt the point should be). It is 

important to caution oneself to remmiber t h t  is discovery of the respondent's point of 
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view that is the goal, not validation of the investigator's viewpoint. 

ûne particular challenging point at the beginning of the initial inte~ews that was 

puvling and hstrating was to find on re-reading the transcripts that respondents were 

answering the questions on the pain of cancer with homfic stones of painful life 

expemnces. The questions posed for the rcsearcher were: Why were they going there? 

Were questions not king asked wrrectly? These questions were a springboard for gaining 

a valuable insight into tmly understanding whrt 'suspending preconceptions' rneant. ancl 

recognizing the degree to which one thinks om has suspendcd those preconceived ideas 

when in actudity one hm not. It was at this juncture that the investigator began to 

aretiilly reexamine what these stories had to do with cancer-related pain. The cancer pain 

the respondents were talking about w u  more than pain related to tumor growth, it was a 

pain of life: a pain equated with every homfic experience of that life. Thm wcis nothing 

wrong with the questions posed or the answers given. It was simply the unique 

perspective fkom which these respondents saw cancer pain. Theirs was a perspective that 

w u  foreign to the investigator in whose mind m c e r  pain was pain related to cancerous 

growth not pain that rerched dl dimensions of what was painfbl in life. 

It was at this point that the investigator could fuUy appreciate Strauss and Corbin's 

(1998) advice to use analytic tods such as questioning (and writing an analytic note) in 

order to enhuice one's sensitivity to the data and to recognhe personal biases. These 

authon noted that "questions are especially usehl to the analysts when they are blocked in 

their analyses and c a ~ o t  seem to see anything but the standard ways of explaining 
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phenomem" (p. 90). They pointeû out that "although some anaiysts daim to be able to 

"bracket" their beliefs and perspectives toward data, we have found that doing so is easier 

said than done. We tind it more helpîùl to acknowledge that these influence our thinking 

and then look for ways in which to break through or move beyond them" (Strauss & 

Cohin, 1998, p.99). This strategy of questionhg and writing d y t i c  notes enabled a 

grcater indepth analysis of the dimensions of cancer pain which Mght have othenuise 

b a n  dismissed as i n e h t  M the researcher not question4 the extent to which she was 

imposing her biased interpretation of whit was rneant by 'cancer pain'. These strategies .II 

contributed in increasing the possibility of trustwonhiness of the findings. 

Et hics 

Confidentiality was maintained by using a numericiil code to label al1 data. No 

m e s  or addresses or spacific wning of wrnmunity was mentioned in this report. 

lnfonnants were informed. on the onset, of the voluntw nature of participating in the 

study anâ were again inforrned that participation in the study was not contingent on any 

care or other services received at the Heahh Centre (see Appendix D). tranrripts were 

tape recorded and transcribed by a typist, following confidentidity rules as outlined on 

hm (Sce Appendix D). This fonn was also u d  for the interpreter. All materid is stored 

in a locked cabinet at the University of Manitoba rnd will be held for seven to 10 years as 

requireà by The Medical Research Council (MRC) regulations. 

In addition, al1 participants in the study were verbally informed of the measuns 

that were taken to mwn anfidentiality, at the beginning of the in te~ew and t h a i  again 
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in a written consent fonn. They then gave written permission to participate in the study 

(Appenâix D). The proposal for this sîudy was approveâ by the Ethical Review 

Comminee of the University of Manitoba, Faculty of Nursing (Appendix A). 

A description of the methodology and efforts used to ensure rigour in the research 

process has been dimssed. The results of this research are outlined in the following 

chapter. A discussion of the findings, implication o f  the study ond implications for Grther 

reswch follows t his. 



CHAPTER 5 

Analysis of Data 

Introduction 

This study consists of eighteen Ojibway respondents Rom a reserve in Eastern 

Manitoba, Canada and thirteen health professionals (nurses and physicians) 60m a 

hospitai locateâ in close proximity to this reserve and which is accessed by these Ojibway 

people for hedt h c m .  The Ums of this research were to: 1 ) describe and explain how 

cuhud bdiefs fnmtd how Ojibway people, living on a resene cornmunity, understood 

the illncss experiertce of cancer and related pain and, 2) to describe differences and/or 

similarities between Ojibway respondents and heahh professionals' explanations and 

perceptions of cancer and related pain. The Ojibway respondents consistai of those people 

who wwe considerd to hold discrete knowledge on this subject due to the circumstance 

of either having had cancer and relhted pain, having lived with a relative with cancer and 

related pain or having acted in the upacity of "heakf' or medicine man to those d i a e d  

with this illness aperience. 

Cancer and The Puin of Cancer: An Ojibway Perspective 

The Core C o m ~ t  : Blockins 

"Blocking" emerged as the predominant and central scheme which characterized 

al1 actions, reactions and interactions by these Ojibway persons, when confionted with the 

rtility of the disemie cancer and related pain. The inhmnt properties of blocking were 
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represented as a dynamic tension that swng between becoming "open" or "closed" to the 

wlnerability presentsd by a "foreign" and life-threatening illness. This dynamic tension to 

being "open" or "closed about cancer is activated by a capacity for an actionhnaction 

response between the disease and a person's personal perception of wlnerability to it. 

Hence, conceptuaîizations about any aspect of this illness experience were couched in the 

operations of blocking. It was observed by respondents in their descriptions of a) the 

rcsponse pf the diseue itself b) the response ~p the d i w  c) the response of those 

afflicted with the dis- to each 0 t h .  relatives and wmunity members and d) the 

response gf seeking or not seeking help. Two major categories which were found to have 

relational properties to blocking were 1) exposure vs. protection and 2) alienation vs. 

connection to a r e  ailturd values. Hence, the inherent properties of blocking, represented 

in closing dom or silencing on the subject of cancer, were directly related to efforts to 

protect mther than expose to h m  and to maintain co~ections to core cultural values 

rather than becorne alienated fiom them. 

Figure1 . Schemrticrlly outiines the construction of this explanatory scheme. 

Blocking is evident in closing down on dl discourse, disclosure. thoughts, ownership or 

naming of the illness cancer. This w u  a 4brespeaful retreat into silence" in order to protect 

against the thra t  that an dim discase posed and thc exposure it brought to a negative 

force wtiich held potenticil for alienation tiom cultural and spintud values. Clearly 

articulatcd cultunl beliefs about exposure bot h phy sicilly and metaphorically and, the 

transformation of negative thoughts into negative realities were identified as the processes 



wre 1 Blocking: a silencing on the subject of cancer 81 
PERCEMD 

ALIEN 
DISEASE 

PROTECTION 
fiom 
EXPOSüRE to 
"something 
negative" 

PROTECTION 
fiom 
ALENATION 
fiom cultural & 
spiritual vahies 

PROTECTION 
a@nst 
tnnsforming 
verbalizations 
into redity 

maintrio cultural and spinaul intcgrity 



82 

driving blocking. The consequences of blocking in the case of cancer, givcn the cultural 

beliefs held. offered protection and the ability to maintain cultural and spiritual integrity. 

The cost of blocking however, was the progression of the disease to a more advanceâ 

stage and denying one's self access to advanced technology at a point when it could have 

the potential to reverse the progression of the diseiise. 

The sune properties of blocking cluvactaize cancer pain as noted in Figure 2. 

Sileming is characterizcd by ignonng the pain, enduring the pain silently, limiting pain 

expression and not ascribing the nsme cancer to pain. Beliefs about symblic expression of 

strength, deportment, dignity and pride were noted to be the inhercnt chuacteristics of the 

ailturai beliefs diving blocking in cancer pain. nie consequaces of blocking in cancer 

pain was evident in inadquate cuntrol of the sensation of pain. However, thae was 

evidence of tremendous fortinide in enduring and controliing pain through spiritual and 

culturally i n f o d  means. 

The supponive data for the construction of the concepts which demonstrate the 

expluiatory power of blocking as a theoretid mode1 for how participants in this study 

concepturlize and understand the illness cancer anâ related pain will be presented in the 

following pages. Funk, the in&nit propertia of the central concept 'blocking' are 

shown to be grounded in the data.The dimmsions of blocking, the wntexts that trigger 

blocking and its consequences are also explicated by the data. 

Blocking 

The Resmnse of The Disease: Actionflnaçtion Paradox 
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The features of blocking, as described above, were evidmt in the discoune 

respondents had on the response of the disease cancer itseIf. The cancer or "muujoosh" 

in Ojibway, was d e W  as a "worm eating away at your stomach and insides." The 

disease was presented as having an action oriented capacity. Not only did cancer eat away 

at one's insides, it had the capacity to move to diffèrent parts of the body. When the 

disease moved Born one part of the body to another it was perceived to be the point at 

which it became b'serious." A care-giver relative's description of her rnother's iilness 

course supponed this assumption: "She had cancer in her lung but at thaâ time it didn't 

bother me . . . It wrsn't really like a serious thing . . . she got it in h a  throat at the 

beginning this tirne." Her lack of perceived seriousness of lung cancer was fiirther 

explored. She expldneû that the point at which she paceivd the di- to be "senous" 

was, "not untii she [her mot her] contactai it again. " The rcsponse of action by the disease 

was obviously related to its enhanced Iethality. 

interestingly, responding to the di- initiated a cornplex posture of blocking 

which was charactaued by inaction on the part of the individuai rffected and ail othm 

threateneâ by it. This inaction was expresseâ in elabonte efforts to close down dl avenues 

of a threat. The posture assumed in order to protect oneself at dl levels of awamms was 

captured in the recurring themes of: "WC don't tait about it" . . . "1 cut her off right 

away" . . . and "1 blocked it out." Al1 of these mponses Pcmd to be efforts at closing 

off any disaurse on the subject. 

The parameten of blocking extended to include perceptions around the action to 
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physically " o p "  or "close" the body by any invasive measures (e.g., surgery). The 

following responses from the petspective of patient, un-giver relative and heal« 

illustrate this. 

Patient: " 1 can't have them open me up 'cause as soon as they do that you're 

done. " 

Cire-Over relative: "If you open it up, it just goes dl over" 

-ver relativs: "I don? know if it's çertain types of cancer, 1 guess, but it's 

almost like it wants to be lefl done. You l a v e  it alone because, for some rcason, 

once you open the body they sam to thrive on the air . . . I don't know. This is 

just what 1 think." 

Heder: 'bCanicer creates an opening for something negative to enter his body." 

Taking action to expose the disease by invasive measures was perceived to have the effect 

of opening the possibilities of fatal consequences. It llso held the potential to stimulate 

action on the part of the diseas: the "spread" of the dis-. This in tum exposed the 

body to "som*hing negative" and activated the dis- on its jethal course. Inaction could 

prevent this: "You lave it alone." Therefore, blocking involved not ody closing dl 

discoum on the subject, as discud above, but it dso involveû containing the disease by 

pmnnting it to r d n  closcd within the body. The dynamic properties of closing nther 

than opening and of inaction rather than action were again the properties of blocking 

which clearly made it operational as a meam of assuring protection tom hum and 

exposure to "something negative." 



The Resoonse to the Disleage: No N m .  No Cl* No Thryt 

The response to the di- cancer by these Ojibway participants was again 

characterized by the dynamic propcrties inherent in aswming a blocking posture. In the 

context of dimurse or disclosure with respect to cancer, blocking accounted for a closing 

down rather t h  an opening up on the wbject: an inaction rather than action oriented 

posture to secking help. The central property of a blocking posture was an avoiduice of 

"tW on the subject of cancer. This included any efforts aimed at opening discourse on 

the disease or exposing the existence of the disease. Statements such as the following 

excerpt were repeatedly found in the data: 

Care-Piver relative: 1 will say that my parents never really disaissed it. 

Mmm . . . that some of the people we knew who developed cancer, ah . . . 

died of cancer. There weren't too many a long tirne ago in the cornrnunity. 

We've ban told recently that, ah, cancer staried to be killing our people. 

So they didn't really tdk  about it. 

The disease was perceived to k lethal: it was "kiifing our people." As weU, it w u  

se«i by many as alien to the Ojibway people. The statement: "it's a foreign disease to our 

people" was prrsented as a typid response to quecies related to knowfeûp of the 

disease. Cancer was achiowleciged by the majonty of respondents to be called 

"manujoosh" in the ûjibway language. No one could offer a correct spelling for this word 

as, they explained, it was only ever r e f d  to phonetically, never written. ûthers, 

especially the healers, deniad knowing an Ojibway word for this disease. However, 
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"manajoosh," as reported by the majonty ofrespondents, canied with it an enduring image 

of king eaten by a worm or a bug of some sort. One respondent was actudly physically 

repuld as she gnphically explained what "Manajoosh" meant and what it look4 like on 

X-ray of her mot her' s breast . 

"Manajoosh," which is son of like a bug . . . like a black locust, some kind of a 

loaist . . . just fer~ting away h o  the body . . . icuk! Just homble [physifally 

shiven] . 

Not oniy were these repulsive images of cancer in the Ojibway word used to 

describe cancer, but there were also fiightening meanings ascriôed to it. For example, one 

respondent noteâ, "the first tirne 1 heard about it, it was  cary." ûne simply said, "deadly." 

hlruiy Msociated it with the word "death and b'terminal." One patient's description 

capturd the dement of life being snatched away fkom him at the point of l d n g  abwt 

hrving cancer with the prospect of never retuming to life as it was before hearing t hat 

name. He offered: 

Cuner means uh, sickness like your life is going to stop. Like ub, it's not going to 

go on. Like, like with mine, uh, when 1 heord about me getting cancer. it's like my 

life was stopped ri@ there. Like my life flashed in fiont O€ me . . . . L will never 

be the same. 

These descriptions reflected the threat that this disease held for these people. The 

responx to that ww a blocking posture which was for the most part characterized by 

closing dl discourse on the subject: "So they didn't tolk about it." This beame a repeated 
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theme in the response to the diseue cancer. Pmdox.ically, this inaction represented by 

'not talking about it', was designeci to protect them fiom harm. A rapidly progressing 

disease such as cancer. which holds littk promise of retardation of its Iethal outcome 

without early detedon and quick action, was approached with retardation of action. 

Hence. this attempt to close and therefore protect oneself fiom h m  unfortunately had the 

potentid to render one open to the pathogenesis of this biomedical disease called cancer. 

Hence the question arose: what w u  drivhg this pandoxi4 course of events? The 

pi- of the p d e  came togetk through a series of incidents describing why "they 

didn't talk a h t  it." In an incident where a daughter-in-law was diagnosed with cancer, 

her me-giwr relative reporteci "and yet she never e v a  said the WORD leukemia or 

cancer, never! It waa like a taboo. Like 1 siid it was . . . s . . . you didn't talk about it" 

The respondent thm reveakd a story about a visit to a close fiend with cancer. They both 

kmw of the diagnosis, but throughout the entire visit, no one mentioned the word cancer. 

At the end of the visit. there was mention of probably not seeing each other again. 

However, no other inferences were made to the illness or wning it. The respondent 

concluded this story by saying, by way of explanation, "That's somthing cultural. . . . I 

don't know . . . er . . . but it's not a state of denial. It isn't." This demonstrated the 

di!Eculty in unravding the intricacia surrounding this lac& of discourse and disdosure on 

t his topic. However, it provided information about what t his particular circumstance of 

"not taking about it" ww and what it wcis not. I t  was a taboo subject: it was denid. 

The rason it was not denial was because the patient knew about it and so did the niend. 



It was simply t a h  to taik about it. 

A tùrther rationale for not talking about cancer was elaborated upon by this 

respondent. She noted " . . . it makes it v a y  r d !  Yes . . . If 1 don't talk about it, then it's 

out there, maybe it's not mine, it's not, you know, it isn't." The Îdea of it being "out 

there" is related to the belief among these respondents in this community, that cancer is a 

dimase of the white-man and is seldom found among First Nation people. One respondent 

explains that she " r d  a lot about the discase" following her sister's death fiom it and 

concluded t hat : 

The likelihood of it (cancer) occutnng is not t here because it's not something that 

is prevdent in the Aboriginal community, it's not . It never has been. I don? think. 

It's just in raxnt yean that it has becorne more and more prevaient. 

Many other respondents concurred wit h this opinion. Therefore, the implication was that 

tdking about it made it part of the reality of their world. Hence, the less one talked about 

it, heard mythmg about it or claimed ownership of it as part of a cornmon life experience, 

the less potential it had for becorning entrenched in the psyche of the cornmunity as a 

bortafide threat. Closing off discourse on the subject therefore had the potentiel to 

minirnize the t h t  of penonal vulnerability to it. 

Another way of closing off discourse on the subje* was not to n u m  it. It was 

noted t h t  the Ojibway Mers, when askd about tbe disease cancer, denied any 

knowkdge of an Ojibway name for the disease. Some of the respondents in the snidy aiso 

stated that t h y  knew no other name for cancer in Ojibway. Some indication of a deeper 
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cultural interpmation of the dynamics of blocking can be gleaned fiom this healefs 

explanation about nuning disecilles, especially in the case of cancer: 

It's really . . . ah . . . very interesting when you [silence] when the western wodd 

has identified the various types of sicknesses. In my language there is no tenn for, 

for cancer. Ah . . . in our healing ceremonies we, we ireat whatever is affecting the 

human Wng, physically or mentally as a sickness, but there is no specific 

identification of sickmsp when it wmes to our understanding of dealing with a 

probiem that ah . . . a human being may go through. 

Clearly, according to this heala. naming of diseases is a preoccupation of the medicine of 

the "Western world." k& (the Ojibway healer) dealt with sicknesses of human beings. 

This needed no label. no nme. Since he trested the hurnan beings he came in contact with 

"physicaily and mentally," there was no n d  for this. Naming, especidly in the case of 

cancer, awrding to this healer, had the effect ofidluencing the mind. He offered, 

"Cancer has been a sickness of which . . . in the human king's mind is fatal." Hence, 

influencing the mind with a name, espaially one that had lahaî implications, forced 

ownership of di thot the label wmoted. He continued to explah that : " So. once you put 

something in your mind your mind usually kcomes the fùlfiller of thai thought . . . 

becomes self fiilfilling in tenns of what you think and what you have rad." Thcrefore, he 

concluded, a name is not required "in order to defat a sicknew such as the one you are 

tdking about ." 

It was also significmt to note ihat the name "cancer" was refmed to in this 
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context by the healer. As Xto demonstrate his point, he spoke about the di- in a 

m e r  consistent with his beliefs about Mming sicknesses. That iq he concludeâ his 

statement with "a sickncss such aa the one you are talking about." He did not name it and 

neither did he own it. Rather, he implied ownership of the name to be that of the 

researcher's. This deflecting of ownership to another source "out there," as noied earlier, 

was in keeping with a similar position taken by many other respondents on the subject of 

cancer: it was "white man's disease." Moreover, not accepting personel ommship of 

this disease was krther expanâed to actually include the perception of a possible tacit 

immunity to cancer. This was well illustrated in the following incident: 

1 recall one elder saying, well . . . a . . . he was smoking and he said. well, Native 

people don't get cancer so 1'11 smoke dl I want because we just don? get it. It's 

not our disease. It's white man's disease. 

Clearly, these data dernonstrate evidence of a well-ariiculated process in blocking, 

which explained the response by these respondents to the medical disease refared to as 

cancer. It was characterizeô by not &ng it, not tdking rbout it and not claiming it as 

put of their personil world-view as First Nations people. It was well grounded in a 

discrete set of culturdly shed beliefs about the meaning attributed to cancer d the n a d  

for protection fiom a perceived threat to life. 

In keeping with the belids held about the disease and the well-orchestnted efforts 

to close off any discourse on the subject of cancer, a blocking posture was also evidmfcd 
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in the interactions between care-@ver relatives, fh ly ,  and commu~ty. This is not to 

imply in any way that farnily, close fiiends and community a n  not important to Ojibway 

people at the point of illness. On the contrary, the data revaled t hat t here was a profound 

nad for connections to f d l y  and community at the time of illness. Al1 respondents 

testified to the need for having femily within close proximity at this time due to the 

immense support and connation to cultural and spiritual values that this offered. This was 

ckuly dernonstratecl by the pejorative nature of the statemmts used to describe the loss of 

these connections when hospitalizeû (which wiii be discussed later). As well, this need for 

close family connections were specifidly evidenced in the responses given by bot h cue- 

giver relatives and patients about their interactions with -ch other. There is a clear 

distinction noted between the n e d  for these families to maintain closeness while, at the 

sune tirne, a decidd effort to change the nature of the interaction as it pertained to 

discourse on the disease cancer. These incidents c l d y  reflect this. 

In the situation of a patient at the time of her hospit Jization shc noted: "1 strongly 

wwld believe, to each tbeir own but, 1 think the biggest medicine is my fimily, my mother 

and my sisters." This represented a typid mponse of patients with respect to the 

importance of family. Funher. in the situation of a dwghter and are-#ver relative, the 

need for family closeness is expanded upon. She offend: " It is important for our people: 

for the person that is sick. And, like 1 said. that they are not, they an not by themselves." 

Here the importance of togethemess was pointed out and the reason for this given. That 

is, a sick person should not be dom. Intemtingly, this incident portrays an 
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acknowkdgment of the importance of this beliec not oniy in refetence to a specific 

individual, but to "our people": the Ojibway people. 

However. when the d i w w  cancer becomes the identifiable "sickmss" that a family 

must confiont, a blocking posture presented as an integral part of the interactions noted 

between the patient and loved ones. The nature of the closeness changed when the person 

had cancer. Thmfore, despite a desperate need for closeness when someone was sick, the 

discourse between fd i ies  was markeâ by an absence of "talk" about the illncss. This is 

captured in an incident relateâ by a are-@ver relative. 

I couMn't, 1 couldn't . . . 1 don3 ever remmiber codoning h a  . . . 

At that time 1 could, because 1 slept with her and stuff like that . . . to be close . . . 

to be closer to her. I laid down with her a lot, but 1 never told her that everything 

is going to be Okay or mything like that. I'm oorry, I don't know how a person 

would interpret that cultunlly. 

T h e  i s  an obvious absence of comforting 'Yalk" that transpùed between these two people 

in a situation that so desperately demmded it. The respondent declared her neeâ for 

closeness in the situation ad hinted at some regret in her inaôility to offer some kind of 

wmforting word. She hinted at a cultuml interpmtation which eluded her at this time. The 

blocking posture however, did not preclude a ned to maintain dose family connections or 

a need to be close. It did however mute the interaction between loved ones. A similar 

dynamic is chamcterized in the following incident: 

She spent the weekend ai my place and she and 1 sat up until6:ûû in the moming 
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and just you know, not ncccssrrily tdking. but just to be with each other . . . and 

there was not a time where I brought up her illness. We talked about her 

PwnanCY. 

Here we are introduced to the expanse of time spent together in a supportive interaction 

between patient and care-@ver relative. Yet, concomitantly this supportive interaction was 

decidedly devoid of "taik" on the subject of the illness cancer. The respondent report4 

talking about other things, like hei pregmncy, but the interaction was closd on the 

subject of cancer: an unspoken agreement not to taik about it. driven by the belief that 

talking about it made it "rd." Blocking afforded a degree of protection fiom the dreadful 

situation king encountered. 

Repeatedly we-giver relatives admitted to the difticulty in talking about the 

cancer and of delihtely blocking any discourse on the subject with the patient. as this 

statement typifies: "When she was going through her illness, the cancer, I had a difficult 

tirne of talking about it wîth her. There was a r d  blockage there." Patients as well. 

engaged in blocking by not disclosing to i v e s  and children that they had the disease. 

He just ssid it was a minor operation and that's what he told the kids too. he didn't 

tell us it was cancer . . . No, he didn't tell us how setious it was . . . The doctor 

said they toM him . . . but aAer his operation he never said another word." 

The reaction of the family, as teponed by the wife in this incident, was that "we numbed 

oursdves, we didn't have to think about what was soing to happen, so we ~ u l d  cope." 

Numbing oneself being presented here as a propeny of the blocking posture. In this 
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situation the patient died a rnonth aiter surgery. Neither he nor his family had talked about 

the cancer when it was possible for t hem to do so. He was silent: t hey numbed t hemselves. 

Interaction on the subject of cancer was closed in this blocking posture. 

Again, what is signifiant to note in this particular incident, is the compelling 

evidence of the f d i e s '  need for physical closeness at the point ofillness, despite the need 

to temper that closeness with a blocking posture. The caregiver relative refemed to 

above. shred with the remcher that this patient h.d ken both an abusive husbind and 

father. Yet, at the time of his illness, the farnily all felt compelled to be by his side. She 

noced: "We sort of knew we had to be thae, but we werm't sure, well by mysdf anyway. 

I knew I had to be there, but I wasn't sure if I cared." This offers compelling evidence of 

the intensity of the need for the family to be physically close to each other and the neeâ to 

maintain family connections when ill. It would appear to go wdl beyond a specific funily's 

need to be close to a spccial loved one. It was expresd as an expectation and a perceived 

duty of any Ojibway f h l y  in the situation of serious illness and hospitalization "to be 

there," regardless of the relationship one hed with that femily member. This respondent 

w a t e d  in grsphic detail, the abuse she sufTered at the hand of the now seriously il1 

individual. She h d  findly hrd the courage to lave tLt abusive situation. Yet, at the tirne 

of serious illmss and hospitdization, she remmecl to be by this il1 person's side despite the 

fact that he had been her abuser. At the same time, because that serious illness specifically 

involved cancer. the dynamics of the closeness afforded the il1 individual was modified by 

family members. Therefore, although still wmpelled to be there physicaliy, they were seen 



96 

to close al1 discourse on the subject o f  cancer. The interactions were ovenhadowed by a 

blocking posture. characterized by not talking about it. 

In a similar situation involving a daughter and her mother, the hstration 

experienced by fmi ly  members around the issue of "not talking about it" was evident. The 

respondent reponed: 

She knew the symptorns. She worked with a woman, one of her best fnends who 

had died of breast cancer. She knew, but she didn't want to say anything to us 

because 1 knew it was her way, she was protecting. . . . She canied a lot of fars 

but she didn't want to look weak in my eyes or she wanted to be strong al1 the way 

and that kind of made me so angiy, pissed me off because like. "1 DONT NEED 

YOU TO BE STRONG. 1 need you to get well." 

Here, another revelation of  why a blocking posture was assumed by the patient was noted. 

The lack o f  disclosure or dimurse on the subject was revealed to be an attempt on the 

part of the patient to "protect" and to "be strong." In this case, the daughter felt anger in 

response to this, yet maintained her counter role of silence. This silence on the pari o f  

families with respect to disclosure went as fat as inhibiting family members from even 

seeking confirmation of  the presence o f  the disease. As one respondent offered in response 

to having had a brother with the disease. "He must have had cancer." He continued to 

describe his brother's weakened state as "skin and bones" before his death. However, he 

noteâ that "when a doctor told him he couldn't hdp him very much that 's when he went 

down. So. that must have been cancer, but nobody in the family wanted to find out what's 
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wrong with him." Other respondents reporteci similar revelations. One megiver relative 

offered that the reason for her silence was because "1 respected her privacy." They dl 

expressed feelings of helplessness w hile silence on the subject prevailed . 

Blocking not only applied in interactions between families, it also applied in 

interactions with the broeder community. At the point that it became "known" that the 

person had cancer. patients were reportai to actually break strong previously held 

connections wit h t heir community . There appeared to be a suggestion of embarrassrnent 

about having cancer. That somehow having succumbed to this "white man's diseasel' had 

the potential to somehow weaken that person's stature in the eyes o f  the wmmunity. This 

was well illustrated in this incident: 

1 recall this lady who was a prominent lady and a leader in the wmrnunity. She was 

stnick with breast cancer and at first, you know, not talking about it. Evenhially it 

was well known that she had breast cancer and she went into virtual recluse. She 

wasn't seen anyrnore publicdly even when she was a leader. and she died that way. 

A dynamic tension is  seen to eist  in the effort on the part of patients and loved 

ones to close interaction on the subject of cancer as a means of protection and 

paradoxically, open themselves to the possible loss of valued connections. The stories 

nanateâ around this conveyed an almost tragic yeaming for closeness and support ac a 

time of profound need on the pan of al1 involved. Yet, what ensued was a carefully 

negotiated avoidance of "talk" about it, "numbing" and breaking o f  al1 ties with the 

community. on the part of the players. Anger and fedings o f  helplessness were endured by 
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loved ones as a measure of respect and the understanding that blocking aflorded a silent 

gesture of protection for al1 involved. As one respondent offered when re-contacted for 

confirmation of  the researcher's interpretation o f  the research findings, this property of 

blocking was a "res~ecttùl" ret reat into silence. 

The Remonse o f  Seekinn or Not Seekinu H e l ~ :  1 Wait 

This stance of blocking and thereby "not talking about it" greatly intluenced the 

extent to which patients were prepared to seek help before the disease reached an 

advanced state. Over and over again, are-giver relatives spoke of  having to for= relatives 

to see a doctor because of reponed cornplaints o f  distressing symptoms. Al1 patients 

reponed discovering by accident that they had the illness cancer after visiting the physician 

For one or more severe, persistent symptoms. The two most fiequently identified 

experiences that prompted a visit to the physician were any signs o f  blood or pain. Some 

visited a healer before visiting a physician. Regardless of  who was sought out eventually 

For help, it was usually done too late to effectively retard the progress of the cancer. "They 

wait too long" said one wife, "probably if he listenecl to me to go see the doctor, it would 

have been a lot more hope." The word "wait" was repeatedly used by patients or are- 

@ver relatives to describe the response to seeking help. It was revealed as one of  the most 

unfortunate properties o f  blocking as it hindered any possibility o f  early intervention with 

respect to the cancer or amelioration of pain. It  was rernarkable to note the number of  

incidents where a patient responded with two simple words: "1 wait," or a are-giver 

relative remarked "he would wait." Obviously, waiting held the potential to delay the 



inevitability of  confirmation of the disease. 

Patients admitted to having had many symptoms or of  having some intuitive 

knowledge that they had cancer. Yet, they only sought help when symptoms became too 

severe to ignore. Clear exarnples of this were revealed in incidents such as when a care- 

giver relative reported that "It was the bleeding that caused her to go to the doctor and 1 . 

. . ah, remember even hearing her say that she w u  in pain . . . " or another, where the 

d m  of the desperate efforts needed to persuade a patient to seek medical help was 

captured. 

With my mom it really made me angq when she was dirgnosed with it because 1 

said to het. let's go to a doctor mom. She said, no, I don? want a doctor to touch 

me. 'Well he has to look at your breast mom', I said, 'in order to see what it is.' 1 

cned and 1 cned when she showed me her breast and the way it looked. I t  was like 

a . . . her breast was hard like a rock . . . Oh, it was at the end . . . Even at that 

point she was reluctant to see a doctor . . . 'lt's okay rnom,' like, when she 

showed me her bre-ast, 1 said, 'why didn't you say something, why wuldn't you tell 

us something was wrong?' I kind of noticeû there was something for about six 

months. she was always cornplainhg of  k ing  tired. She couldn't have enough 

rat. She was losing weight. Her skin color was getting a differmt color. 

Later in the discussion, this respondent offered an explanation for her mother's reluctance 

to oee a physicirn. There was a cultural dictate underpinning this: "We, as a native people, 

as woman, we were taught to uh. not to flaunt our bodies, not to show our bodies . . . 



tradition handed down is not to show yourself. it 's a sign of  respect ." Again, a dynarnic 

tension is created between strongly held cultural beliefs and action necessary to confiont 

this disease and seek the requireâ help. 

Cultural dictates prohibited exposure o f  pnvate parts of  the body: breast cancer 

created a circumstance where private parts o f  the body are required to be exposed. 

Furthemore, the v e q  assessrnent for the presence of cancer involves exposure of private 

parts of the body to examination. Therefore, to take action to expose the body to the 

physician in this case, was in direct conflict with the strongly held ôeliefs of this Ojibway 

woman about not exposing the body. 

The dynamic of properties of blocking characterized by closing rather than opening 

and assuming inaction rather than action is  again evident here. Here, these dynamic 

propenies of blocking are related at the conceptual level to exposure vs. protection at 

both a concrete and symbolic level. Exposure, created by the act o f  literally opening up the 

body to inspection and examination by a doctor. was couchd in fears and taboos. 

Inaction, on the other hanô, s e r d  as a protection fiom the vulnerability to harm that 

exposure brought. This notion appeared to be the recurring theme which underpinned the 

dynamic tension inherent in the blocking posture. Thar is, a tug between taking the risk to 

symbolically expose ("open") oneself to possible harm by not respeaing the dictates of 

culturally held taboos, or remaining "closed" and protected in inaction. Unfortunately, in 

the case of cancer. this inaction in an effort to keep the body protected fiom examination 

and inspection, carried with it the potential to expose it to fatal consequences. 



It was acknowledged at this point o f  onalysis that 'blocking' as a concept could 

easily be mistaken for the dcfense mecha~sm 'denial' and dismissecl as a theoretical 

constmct already identified in psychoanalytic theory. It was incumbent upon the 

researcher in analysis of the data, to make theoretical cornpuisons in order to explicate the 

difierences in concepts. Strauss and Corbin (1 998) suggested that: 

when we are confùsed or stuck about the meaning of an incident or event in our 

data, or when we want to think about an event or object in different ways (range of 

possible meanings) we tum to theoretical wmparisons. . . . Derived fiom the 

literature and expehce. . . . are tools for looking at something somewhat more 

objeciively rather than naming and classifying without a thorough examination o f  

the object at a property and dimensional levels" (p. 80). 

It was necessary therefore to examine and compare the properties of 'blocking' 

with a sirnilar wnstruct in psychology called 'denial'. In discussion of  denid in 

psychoanalysis theory, the theory o f  defensive mechanisms is theoretically iinked to 

psychopathology. Denial was regarded as a defense against the extemal reality which, 

although not viewed as pathological in childhood. was viewed as such when observed in 

adult hood (Freud. 1 946). Freud's representation of denial, as discussed by Eagle ( 1 984). 

was as a primitive defensive process which was associated with severe character disorder 

for which treatment was aimed at correcting unconscious motivations and distorted 

beliefs. The premise therefore was that by definition, denial, when conceptudid fiom the 

iraditional psychoanalytic perspective was a "forfPtil unconscious defensive act in the 
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perceptual process that leaves the buis o f  threat outside the patient. It is  an 'unwnscious 

selective blindness to unpleasant facts"' (Salandet & Windahl, 1999, p. 277). 

In contrast to the psyc hoanalytic t heoret i d l y  defined concept of denial, the 

propenies explicated in blocking speak to deliberate çonscious action ("a respectfiil 

silence") on the part of the participants o f  a cultural group, not to openly talk about, 

disclose or recognize ownership of  cancer as a disease cornmon to the Ojibway . There are 

clearly ariiculated cultural beliefs around protection, respect and maintainin8 of spiritual 

and cultural integrity which were identified as driving blocking. As well, wnsciously 

orchestrated actions described in blocking demonstrated no evidmce of unmnscious 

motivation. Salander and Windahl ( 1 999, p.272) explsined that, ". . . it is dubious to 

irnplicitly define 'denial' as a conscious point o f  view." Therefore, there is  good evidence 

that 'denial'. a psychoanalytic defensive process is  wnceptually different tiom and should 

not be confused wit h ' blocking', the emerging t heoretical mode1 for understanding cancer 

in this Ojibway community. Funher intewiews and observations gave rise to the 

dimensions of blocking and more specific and defining information. 

Partial Blocking 

Indirect Talk 

fi was in the context of making a decision to sedc help chat yet another dimension 

o f  blocking was revealed. Although blocking remained the operating modality responsiMe 

for delav in seeking help, this did not represent a continual closing off o f  al1 discourse on 

the subjwt of cancer. There were efforts on the part of  some to break the silence and hint 



1 O3 

to a close relative that they suspected that they had cancer. Partial blocking was identified 

as a dimension of Mocking that was characterized by "indirect" talk and/or disdosure 

about possibly having cancer. This me-giver relative's response aptly described this 

partial blocking posture expressed by some respondents: "No. we never could really talk 

about it openly. Uh, it was just almost like when she did talk about it, it was indiratly. I 

had to pick up the message from what she was saying." Another type of indirect disclosure 

was in the form o f  voicing suspicions of havuig cancer to a close relative. Many 

respondents report4 in surprise. responses as reflected in this statement: "She knew 

More the doctor knew, that she had cancer and 1 didn't believe her."Nthough in this 

particular case. the daughter had trouble canfionting the possibility that her mother had 

cancer. this intuitive knowing was ofien respected. The disclosure of  the suspicions about 

the symptoms was ofken the prompt t h t  forced the behaviour of seeking help. 

The data reveokd that. other than mis-diagnosis, time lost in not talking about 

scemingly suspicious symptoms and Ming them fiom family members could well have 

contnbuted to the number of uws discovered in an advanced state. As reported by t his 

respondent, "The interesting thing is that when someone is stricken with cancer in the 

mnmunity, more oeen than not, they succumb to it, nther than king survivors and that's 

because . . . it's diagnosed later as opposed to early diagnosis." However, at the point at 

which there w~ some talk on the subject, it was oflen in an oblique or indirect fashion. 

Ahhough this partial temination of a blocking posture was late and limited oniy to a close 

relative. it did serve to initiate the response of seeking consultation fiom a medical person 
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or a haler. Unfominately, once the naming of the disease was pronounced upon the 

person by way of a diagnosis contiming the presence of cancer, the blocking posture was 

resumed. As noted in the earlier discussion, disclosure was again blocked. ln the following 

incident, a daughter explained what happeneci afier she was finally able to persuade her 

mother to visit the doctor. Here are explicated the critical elements o f  blocking, resumed 

afler diagnosis of cancer: 

When she came out of her appointment 1 said, 'Ma t  did the doctor say mom? . . . 

'Never mind.' she said 'you don't have to know" . . . Nobody would talk, not even 

my dad. We couldn't talk about it . You never reall y knew, it was always guessing 

Rom day to day. It was difficult. 

The number of incidents demonstrating this identical dynamic attests to the fact that 

blocking was not a static state. The appearance of severe symptoms or intuitive 

knowledge of  the possibility of cancer, occasioned a posture of partial blocking which was 

characterized by indirect talk about the subject to a close relative. Farnily members tned at 

this point to mobilize action for physician consultation. Although stubbomly adheriny to a 

blocking posture by waiting until symptoms could no longer be denied, there was a critical 

point at which there was evidence of a desire to break the silence. This prompted only a 

temporary opening of discourse on the subject, but it presented the potential for a small 

window of opportunity for possible disclosure, discussion and seeking of  help, albeit oflm 

late. Unfortunately, a blocking posture was fully resumed by the il1 individual upon 

confirmation of the diagnosis of cancer. 



The Response to Cancer vs. ûther Diseases 

The data revealed that there were clearly articulated cultural beliefs which were the 

driving force behind the assumption o f  a blocking posture. Given this, it seemed logical to 

ascenain whether the blocking posture identified in response to cancer by these Ojibway 

respondents, was a generd response to chronic diseases with no known cure, or whether 

this was a stance taken with respect to cancer alone. Theoretid sampting for 

characteristics inherent in blocking as they pertained to other chronic diseases with no 

known cure was carried out. Two other diseases were identified by care-giver relatives as 

those with which they had previous experience: Parkinson's disease and diabetes. A care- 

@ver relative's perspective on her and her family's response to her father's diagnosis of 

Parkinson's disease was instructive: 

My father now has Parkinson's and my whole farnily is more involved with what 

happens to my dad. There they look at the progression o f  his Parkinson's and we 

accompany him to the doctor's office for his appointments whereas with my 

mother, 1 was the only one that like, accompanied her to the city. 1 don? know if 

the difference is beause th? knew my mother had cancer and they didn't want to 

bc too closeiy involved . . . I don't know what it is. I haven't, I haven't figured it 

out yet. 

The most impressive revelation noted here was t hat the exmence was different. Furt her, 

the difierence was noteâ in terms o f  the involvement on the part o f  family members when 

dealing with Parkinson's disease as apposed to that o f  cancer. She voiceâ a puulement at 
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why t here was a difference and could offer no reasons for t his dthough impresssd by the 

change in her family's reaction in the two situations. 

Another incident sewed to fùrther elucidate this difference. A discussion on this 

topic between the investigator and a respondent, captured the distinctive differences about 

cancer. which made the response to it different fiom ihat o f  ot her diseases. In this 

interaction there was an attempt at providing an explanation for the difference between the 

response t o  cancer and that o f  diabetes. 

Care-aiver relative: That's because there's just such a taboo aainst having 

Manajoosh or something . . . It's easier to start up diabetes support groups, for 

instance. 

Investimtor: Because people will talk about diabetes? 

Care-giver relativt: Yeah, it doesntt . . . yeah . . . 1 guess um, you equate that 

[Cancer] with a death sentence. And yet, in the end, diabetes . . . er . . . 

complications of diabetes, is  a death sentence too! 

Investigptor: But it doesn't have the same "stuff' attached to it as cancer? 

Care-piver relative: Yes, yup, . . . 

Investigator: Do you know why? . . . 

Care-Piver relative: That uh. the word itxlf is so insidious, it's something like an 

invasion on your body. like this something is eating at you whereas diabetes is not. 

Invest i~tor :  lt's "eating you away," and you can't do anything about it. 

Care-aiver relative: Yeah. and that doesn't have the same implications as someone 
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who has diabetes. 

ln keeping with the fearfiil images offered earlier with respect to the Ojibway word 

"Manajoosh," this explanation lends credence to the reason offereâ for the difference in 

conceptualization of cancer. The perceived "invasion" by cancer was such that it rendered 

the body captive to its fatal onslaught. Clearly, the feu and loss of control that 

accompanied this was far more ovenvhelming than in the case of diabetes. Diabetes did 

not have the same dreaded implications of an automatic death sentence and invasion of  the 

body t hat cancer promised. Therefore. the idea of not making it "real" t hrough 

acknowledgment in word and action. served to assuage the overwhelming implications of 

this particular disease called cancer. Hence, as this respondent continued to explain, it was 

not ditncult to understand how "the secrecy," a propeny inherent in blocking, could at 

Ieast offer some degree of temporary solace. 

Summary 

In sumrnary, a distinctive set of behaviours were demonstrated to represent the 

blocking posture assumed by Ojibway people in this cornmunity. in response to the disease 

cancer. Blocking was observeci by respondents in this study to explain a response 

specifically related to the disecise cancer as opposed to other diseases with no known cure. 

Blocking encompassed a whole range of behaviours at the core of which was deliberate 

action to close off al1 discourse or disclosure on the abject of  cancer by "not talking 

about it." This extended to involve a well articulateâ set of behaviours undertaken for the 

sole purpose of maintaining a silence and secrecy around this disease in an effort to 
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protect self and fimily fiom its deadly course. These behaviours ranged fiom: not talking 

about it to self, relatives or comrnunity; not naming it, not owning it, not disturbing it by 

any invasive means; and finally. making a decision to "wait" until appearance o f  severe 

syrnptoms and then only to indirectly talk about it. Partial blocking, characterized by 

"indirectly" tdking about cancer to a close relative and opening up a discussion about 

seeking help. revealed another dimension of blocking. Unfonunately, in partial blocking, 

upon confirmation of the disease by a physician or hder, indirect tdk and action were 

again closed and there was a resumption o f  blocking. This demonstrateâ the dynamic 

properties of a blocking posture. i t  proved not to k a static state. 

Interestingly, cultural beliefs sunounding exposure vs. protection, were the driving 

force behind assuming a blocking and partially blocking posture. Paradoxically, inaction 

and lack of discourse about cancer (inheremt properties o f  a blocking posture) held the 

potential to: expose to deadly outcornes, prevent possible chances of arresting the disease 

before it reached advanced status and modified the quality o f  both family and comrnunity 

interaction and support. Therefore it could be concluded that fiom a biomedical 

perspective. blocking afforded none o f  the protections it was designed to offer with 

riespect to the lethal course of this disease. However, fiom a cultural perspective, it did 

serve as a protective veil against the petceived embodiment of "something negative." 

Contexts Which Trigger Blocking 

I t  can therefore be concluded from the previously cited incidents in the data that 

there were certain contexts in which a blocking posture was triggered. These contexts had 
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in common two major relational themes: exposure and alienation due to loss of the 

co~ectedness with dl that was culturally meaningful and supportive. This occurred in 1) 

the context o f  affixing the name cancer to the illness state k i n g  experienced 2) the context 

of hospitalization and 3) the context o f  death from cancer: the final breaking of 

comections to spiritual integrity. 

Affixinsc the Name "Cancer" to the Illness State 

The disecise cancer was itself perceived to be alien to the Ojibway culture as noted 

in the many accounts describing i t  as "foreign to our people." Not only was it alien, but it 

was also alienating. This was noted in the recumng statements used to describe the 

meaning attributed to cancer such as: "deadly"; "death right away"; "death sentence"; 

"alone." As noted in the previous discussion, the data was replete with telling incidences 

of blocking with teference to the possibility of having the disease cancer. Although it is 

unneceswy to repeat the points made earlier on this topic, it is critical to illustrate the 

magnitude of the alienation that is experienced when a blocking posture is assumed. From 

the very point at which the word "cancer" was sffixed as a diagnosis to the illness being 

reported. efforts to avoid " ta lk  on the subject were mobilized by both patient and 

relatives close to them. In the following situation a patient explained her miction to the 

diagnosis: 

Well, to me it's . . . er . . . something devastating to me, my life. my family . . . For 

me. I try to block, leave a block ever since I've heard 1 have cancer. I've learned 

to block it out o f  my life . . . 1 haven't been talking to no counsellors or been in 
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contact with anybody that's had this disease. t haven't been able to talk about it to 

anybody . 

There is  an almost tangible sense of alienation and aloneness captured in this respondent's 

statement. Interestingly, this was a patient who admitted to having received this diagnosis 

over a year ago and had received a mastectomy and chemotherapy as treatment 

intervention. From the point of having had the illness diagnosed as cancer, she assumed a 

blocking posture which created for her, a climate of dienation from possible medicai and 

psychosocial support fiom health profepsionals. It was also important to note that it was 

not only those persons diagnosed with cancer who created this climate of alienation fiom 

social interaction in the broader community, but support persons were also noted to 

behave similarly upon leaming of a relative's diagnosis of cancer. 

In an incident where the patient took the risk to share the information about her 

diagnosis with her husband, it was clearly evident that her news was the source of his 

alienation fiom her at least at a verbal interactional level. One respondent noted: "1 went in 

my house and my husband was home dready. He said 'what's wrong?' So 1 told him 1 got 

cancer. It jus? came out! '1 got cancer'. Then he got up right away and went outside to 

waik around." They did not talk about it af?er that, she explaineâ. Even in this situation 

where the patient, to her own surprise, had not initially assumecl a blocking posture but 

blurted out hcr diagnosis to her husband, the response to her was to literally move away. 

Hence, there seemed to be no escape from the alienating ramifications of having the illness 

named cancer. 



Nienat ion and Loss of Connect ions 

The geiesis of t he alienation that was expressed wit hin the context of k ing 

diagnosed with cancer was revealed to have roots in the history of a larger alienating 

force: that o f  the coming of the white man. This was seen to represent the beginning of an 

onslaught of devastating diseases which were imposed upon First Nations people. As one 

healer lamented "our people are dying of cancer, dying of diabet es and whatever ot her 

disease there is, and it i s  hard to describe the pain we feel as Anishinsabe." This was a 

sentiment shared by many respondents on the disease cancer, which t hey described as one 

that "they have brought us." As noted in the following response of another elder in this 

comrnunity, there was a definite connection made between the effects of oppression and 

the loss of a more healthy indigenous lifestyle, and the susceptibility to cancer. 

I t  could easily bnng you back to . . . the history of the first coming of the white- 

man, and of al1 the things that ever happened to the Anishinaabe. Gradually, in al1 

these years it has taken its toll. The rejection, the resentment, etc. etc . . . the lack 

of respect. It (sic. cancer) could generate from thac. 

There was dso a sense that things were better in the past: "Defore the European 

people came here" another respondent explained, "our people liveâ in peace and hannony. 

They lived with the land, they lived off the land. They were healthy, you know. They 

didn't need a white doctor to tell them how to live." Hence vital connections with that 

which was significantly meaningfùl to ihem as a people in the past were now lost, 

rendering them vulnerable to disease. 
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Funhermore, it was the adoption o f  the lifestyle of the rnainstream society that 

fùrther rendered them susceptible to health hazards. This was revealed in the statement o f  

an elder. who noted: "Well, times have changed, we have lost our livelihood. We've lost 

Our traditional medicines and we begin to try to live like the rest o f  the larger society, 

which is very unhealthy for us." Central to the beiiefs expressed here, was a sense o f  

alienation from a way of life that once protected them from becoming vulnerable to 

disease. 

Even more critical was the expressed beiief that this alienation fiom the land 

crepted a susceptibility to cancer. This resulted fiom wide spread contamination of their 

water and land with chemicals, and pollutants and other measures devised for the sole 

purpose of controlling the natural events of nature. In a well-articulated statement on this 

subject, a father whose twentysne-year-old son was dying fiom cancer surmised: "You 

know, we look at things in different ways as Anishinaabe people." He proceeded to 

provide an explanation o f  what he meant by this: 

Our immune system is not used to the preservatives tliat are being put out there, 

and our natural diet i s  gone. We don't have the luxury of living off the land 

anymore. You put a net outside here, without a bag, 1 guarantee you t hat within a 

day your net is full of garôage. You can't use your net anymore. You've got to 

pull i t  out every day and then, what guarantee do you have that the fish is any 

gmd? ... You can't eat the fish. You go into the bush. You try to get wild life. If 

the law doesn't corne by for you for hunting them, if you are lucky enough to bnng 
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one, are you sure it's clean? Because that animal has to eat al1 the pollution that 

the miIl sends within this area. & is eating off of the land. So, how do we know 

what that animal ate . . . I suppose our medicine would have been potent but not 

now, because of the chemicals being sprayed . . . it's al1 those chemicals that kill 

the plants . . . You know, the Red River Valley is the most fertile land in al1 of 

North America, but at the same time, it's the most abused land because of the 

chernicils they use . . . About the flood that was done here in the south, it's mother 

earth that will clean itself. you know. And she did, and nuw they are trying to tum 

that around . . . building more dams and everything. Now they are going to chat 

her from cleaning herself 

Here the respondent clearly pointeâ out the domino effect that chemical and 

technological coniaminants have had in causing susceptibility to cancer. The ramifications 

of contamination broke the cycle of vital connections to sources of food, water and even 

the healing medicines once enjoyed. The technological structures built to control nature 

rewltd in prohibiting the "cleaning" away of ihese contaminants through natural 

pr ocesses. 

Interestingly, in keeping with this point, there was a repeated refiain of "it's the 

water" given as the reason for what was thought to cause cancer in this reserve. The 

nearby " mill" on the outskirts o f  this reserve was thought to be the main 

contributor to the pollution of the river which runs through the reserve. Many angrily 

spoke of what they thought to be convincing evidence that their river was contained with 
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toxins that were predisposing them to cancer. This was noted in a persuasive argument 

offered by one respondent : 

Like. we used to have life in our river. like simple little things like the frogs. There 

is no more frogs, t here is no more muskrats, t here is  no more beavers in here . . . 

We've k n  crying out on this . . . and the people, they corne and test our waters, 

that 's their people. Naturally they are going to say the water is good. . . . We have 

to get our own people fiom elsewhere to corne and sample our water . . . er . . . 

But I don't think the govemment will listen, because of the power plant that we 

have close by . . . and the miIl ah . . . they're not gonna listen . . . We've 

been fighting for this for years now. We never had t his kind of  disease before. 

What this account had in cornmon with other accounts on the same topic, was that 

Ojibway (Anishinaabe) people on this reserve firmly believed that contaminants are k ing  

spewed into their river by the powerfùl paper industry. This is perceived to be supported 

by the govenunent over the health of the First Nation people living on the reserve 

downstream fiom ii. As one respondent noted: "Meanwhile, we are dying over here, on 

the wrong side of the tracks." As well, there was a sense thai this was an abuse that was 

imposecl upon them. An abuse of al1 that was important in maintaining the healthy lifestyle 

they once knew. An abuse over which they felt a sense of  hopelessness and hclplessness 

about the possibility of anyone listening to their plight. Hence cancer. the product of lost 

connections with nature, stands as a metaphor for a larger cultural alienation and 

epitomizes the destructive elements of abuse and oppression. Ironically. awareness of a 
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diagnosis o f  cancer triggered blocking: having no " ta lk  about having sucaimbed to this 

disease. Unfonunately. this silence in o f  itself serves only to magnif) the existing sense of 

alienation. 

Hoseitalization: A Source o f  Alienation and Broken connections 

The consequence of having cancer necessitated entry into what was conceptualized 

as the mosi alienating environment one could experience as an Ojibway person coming 

From a reserve setting : i t necessitated entry into the medical system and hospitalizetion. 

There was a sense that this setting represented a context in which there was loss o f  

connections wit h family and their spiritual and cultural rituals neceswy for healing. "They 

cut us otifrom . . . ' b a s  the statement repeatedly used io preface a litany o f  restrictions 

imposed by the hospital. These restrictions were perceived to break vital connections 

between families and loved ones at a time when this was most needed, as well as to 

separate them from al1 that was culturally meaningful, supponive and spiritually and 

socially enhancing. There were repeated incidences in the data where this was addresseû 

as an issue which forced patients to l a v e  or families to remove a patient from the hospital 

at the request o f  the patient. The following are the perceived circurnstances which were 

imposed by hospitdization and which made people feel " just so vulnerable in there." Such 

that, hospitalization or ewn the prospect o f  k i n g  hospitalized was enough to trigger the 

assumption of a blocking posture: 

lm~osition of Rules t hat Disco~ect  Rat her t han Connect Families 

When you walk into the hospitals. what do you sep? You will see the Anishinaabe 



116 

sitting over there, you know, . . . ahid and scared. Who is there to talk to them? . 

. . . Can you go in there any time or point of  day to go visit? . . . There is always 

t hat restriction. Laws! 

This statement illustrates the sense of aloneness experienceâ by the Ojibway person in a 

hospital and the alienation the families experience as a result of irnposed restrictions (or as 

another respondent described it, " their niles"). This respondent continued to explain that it 

was not until "dom to the last minute," that is, the point at which the person was dying 

and nothing else could be done, that the hospital deemed it "okay" to raise restrictions. He 

noted: "Now we got the doors open." He argued that families should be unrestricted in 

visitations ftom the onset of hospitakation because "healing begins at the start." Herein 

lies the obvious conflict of beliefs between those held by the institution and those held by 

First Nations people coming fiom the reseve. What the hospital believed to constitute a 

healing environment, separated families and restricted time spent together and it created a 

context in which the il1 individual felt vulnerable and alone. 

On the other hand. what the First Nations person believed to constitute a healing 

environment was maintaining close contact with family members: "I want rny farnily 

around me" said one patient. Another admitted to removing her mother fiom a hospital 

because she didn't want her to be alone, "My mot h a  didn't stay in the hospital for very 

long. When she came back (sic. home) she said L am not going back in. She won't have to 

be alone." Rather than a healing environment, the hospital represented for these Ojibway 

people a lonely, sterile, isolating environment which disengaged people frorn involvement 
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with "the living" and those who cared about thm. This was well sumrnarizeâ by a relative 

in the following explanation: 

1 think when you are sick, slowty deteriorating, you'd rather be in the house than 

in a formal atmosphere where everything i s  super clean, where everybody has to 

keep their distance and you are alone with one or two visitors at a time . . . When 

you are at home many people corne and go as they want. And you feel like you are 

part of the . . . you are aiIl part o f  the living instead of k i ng  isolated in the 

hospita! where, it almost overpowers the fact that you are going to be, you know, 

gone. 

lmoosition of Forced Choices in Treatment ûeçisions bv Medicine 

Cancer necessitated consultation by the Ojibway people on this reserve with a 

physician. It also required hospitalization at some point, preferably early in the onset o f  the 

disease, when decisions and choices about treatment are made. These decisions were made 

with a sense of urgency on the part o f  the medicd establishment based on biomedical 

knowledge about the rapid progression of this disease. Therefore the physician 

encouraged and expected prompt action for treetrnent intervention to ensure that hi& 

perceiveci healing outcornes could be realized. Again, a time restriction was set even in 

tems of decision making regarding intervention and it was baseâ on the more powefi l  

and creâible biomedical beliefs: those of the physician and the hospital. They were then 

imposed upon the First Nations patient with no acknowledgment o f  that person's cultural 

beliefs regarding treatment decision making. A codict in belief systems inevitably 
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developed causing attempts at understanding to be suspended. A father explained this 

dilemma well in the following incident: 

We had some pretty awtiil expenences with the doctor. His belief was that right 

away, now, I want to cut you . . . right now. He says, you know, it's the only way. 

So, 1 guess it's just the one doctor 1 talked to who doesn't understand the 

traditional ways of our people. But . . . er . . . modern suciety, the white society, 

believes in the operation right away. They tnily don't understand. we as 

Anishinaabe people wmetimes go to cmmonies for guidance. but he thought it 

was a waste o f  time. 

Surgical intervention was the immediate action required fkom the perspective of 

the physician. Seeking "guidance" fiom sacred ceremonies was the most immediate action 

q u i r d  fiom the father's perspective. What the physician considered "a waste of time," 

the Ojibway parent considered to be critical decisionniaking time to ensure the best 

healing outcome for his son. The lack of understanding from either perspective, of what 

constituted appropriate use of critical time highlighted the conflicting views of these two 

cultural orientations. It also reflected the degree of frustrations expressed by many 

respondents as they spdre of t heir experience with the medical syaem. Many of  them 

admitted t hat they "gave up." "signed myself out" or "wanted to go homeT' because t hey 

felt their beliefs were discounted. 

In another incident. a patient presented a similor situation. In this situation 

however. the patient actually took the time he required to Brst seek "guidance" and 
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imrnediate surgery. He expkined it this way: 

Okay, what happeneâ was that they were going to open me up finally. They took 

this last X-ray and then they found a bal1 there, they were going to take it out . . . 

but 1 went to a medicine man and then he did a ceremony for me. 1 kept going 

back to him and he says* 'Don't go to that, canal the operation, we'll go to this 

wamior dance io be held next week.' So I cancelled out, you know, cause the 

beliefs are strong, eh . . . so we came back, and then uh, of  course there were 

messages ail over saying that 'You need to dl the doctor, it 's rerlly urgent. ' So I 

went and they said I didn't have to go for the operation . . . so when 1 came back 1 

went to the hospital and they hwked me up on chemo. right away. M a t  I was 

told by the grandfathers and the Great Spirit was, ' We've got to meet them 

hdfways [SIÙ now. I've got to go to the hospital.' 

This incident was plrticularly explicit in demonstrating what happened when an 

Ojibway man was dlowed the opportunity to consult with his source of arength and seek 

guidance through cultural and spiritual ceremnies befor~ making the deusion about 

having surgery. Interestingly, both the medical doctor and the medicine man came to the 

m e  conclusion about the proposed surgery. They reached their conclusions, guided by 

different sources of knowledge and both proposed independently, that the patient did not 

require surgery. The end result was a cooperative patient who retumed to the hospital for 

treatment with confidence that he was doing the right thing becruse the decision was 
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Im~osition o f  the Omnimtent Beliefs o f  Medicine 

Besides discounting the value of the time spent in consultation with their own 

medicine man, the hospital was also seen as the place where physicians "figured their way 

was the only way . . . because he has a piece of paper that says that he is a doctor, he 

wants to play God." The issue of doctors wanting "to play God" was reporied to be an 

inevitable part of the hospitalization experience when diagnosecl with cancer. There were 

repeated incidents where respondenis reponed that the manner in which the information 

was given instilleâ in them a sense o f  hopelessness. Given the cultural belief. as presented 

earlier, that "cancer has been a sickness. which in the human king's mind is fatal" it i s  

thought that "once you put something in your mind, your mind usually becomes the 

fulfiller of that thought." Hence, when a physician announces a diagnosis o f  cancer in the 

context of an inevitable deadly outcorne, he or she is  ostensibly pronouncing a death 

sentence by iduencing the person's mind io  think in those terms. This belief was oflen the 

root cause for dissatisfaction with the way in which physicians presented information 

about having this illness. This was explained in the following manner: 

Now. how can 1 give you an example. Many years ago I had a brother, you know, 

He was given . . . they wrote him off, they said in six months he would be dead. He 

lived for another ten yean! Now what kind of mentality does that person have to 

tell another person 'you only have six months'. What i s  he playing? 1s he taking the 

place of the Creator? He's the judge, jury and executioner? You should never tell 
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Unfortunately, what the medical physician disclosed in an attempt to withhold 

information, the First Nation patient interpreted as disrespectful. l t  was perceived as 

disrespectful because it demonstrated that the physician did not take into consideration or 

respect the strongly held cultural beliefs of the patient about "the mind" becoming a " . . . 

fulfiller o f  that thought." Hence, from the First Nation person's perspective. the 

prognostic information itself held the potential to enhance the possibility o f  a fatal 

outwme for this patient. I n  offenng this predictive infonnation in terms of life and death, 

the physician was perccived as setting himself above the ordinary hurnan, with the ability 

to access information not legitimately accessible to any one other than the Creator. As 

another respondent commented. "Well for us, there is only one healer and that is the 

Creator." 

This disdain for physicians assuming the role of the omnipotent healer and taking 

crdi t  for healing outcomes, which these Ojibway people attribute to the Creator, was a 

repeated t heme echoed by patents, relatives and eldedHealers. A most revealing 

explication of this was reported by a patient who, afler a diagnosis o f  cancer, had been 

hospttalized. He had been in a coma and near death, when he miraculously regained 

consciou mess and cont inued to improve, whereu pon he immediatel y " pleaded [sicJwit h 

the nurse. you know. 1 want to go home." He explained that his doctor Msited him when 

he came out of the coma. The doctor noticd the eagle feother he was grasping in his hand 

and "like they question the eagle. 'What's this? What's that?"' to which he (the patient) 
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responded "well. that's why I'm here. That's what brought me back." Whereupon the 

physician responded ''1 thought 1 brought you back." This patient laughed as he recounted 

the arrogance o f  this physician who dared to take credit for what, from his perspective, 

could only be attributed to a "faith in Spirit." Again, there was evidence of conflictiny 

beliefs about healing outcomes for which the physician took credit and the First Nation 

patient's perspective was discounted. 

Loss of Connectedness to S~iritual and Core Cultural Beliefs 

There is  no Spirit There 

A particularly salient feature of the discourse on cancer was the expression of a 

fierce adherence to spirituality through prayer andor traditional sacred ceremonies. 

Connection to a greater power referred to as the "Creator" or Gd, was the single most 

consistently named source of healing andior treatment for cancer by these Ojibway 

respondents. At the core of this spiritual belief system was a mix of Catholic and cultural 

traditions. Among the Ojibway people on this reserve, there were those whose spintual 

beliefs originated completely fiom their cultural traditions. The beliefs of a healer in this 

investigation were typical of those respondents who adhered to the traditional spiritual 

beliefs. as noted in the following: 

So that is why today 1 take this opportunity to sit with you because I have 

something I feel is very significant and important to give and what 1 give are the 

teachings of my anceston that have lived for thousands and thousands o f  years 

wirhout the sicknesses that we ree today . . . They were doing something right . . . 



123 

They were living right and they were tund into the Spirit. There was an 

unbelievable belief and connection to the Spirit and ih is  connection to the land . . . 

Whether they be dealing with this particular sickness or some other that they have 

in their life, my first advice as a healer is  that they must find a passage to the 

Creator. 

Those who adhered to this belief system spd<e of the importance of using rituals, 

anifacts, ceremonies in the traditional cultural ways, as well as consultation From a 

traditional medicine man, to help t hem though this illness experience of cancer. 

Interestingly, however, although al1 of those hte~ewed had in common a belief in the 

role of spirituality in helping them through this illness experience (whether cancer patient 

or relative) many admitted to having as great a connection to mainstream religions as they 

did to their own traditions. Remarks rangeâ fiom having no connection to traditional 

cultural ways as indicated here: "To tell the trut h, 1 'm lost at my culture. 1 don? know 

nothing about my culture . . . I'm a church goer . . . I'rn Catholic," to those who 

acknowledged having lost connection with their traditional cultural beliefs early in life, but 

who hud currently retumed to them and integrated the t wo. An example of this was 

offered by a relative: 

My mother never really taught us any traditional culture because of the fact t hat I 

was brouyht up in a boarding school . . . but once I stand leaming more about 

mv traditional ways of life, being good to your fellow man, you know, and it 

helped ease the way, the way you feel, but you still pray. 



t 24 

Sorne spoke of the comfon derived from "saying the rosary" and "singing hymns" 

together, yet admitted to the importance of  consultation with a medicine man/cultural 

healer. Al1 respondents believed that for a disease such as cancer, it was necessary to 

consult both bio-medicine and traditional medicine for healing. This, by a devout catholic, 

explicates the cornfortable blending of both orientations, with the spiritual component, the 

common thread necessary to both for healing to be complete. 

Three elements: the medicine man, the doctor, the spiritual leader: the three pulled 

toget her. support one anot her. The healer sees through ceremonies. those t hings 

that don? show sometimes don? show in the X-rays . . . Faith in the Lord . . . talk 

to the Lord. Talk to him, He's there and he's listening. 

Of the reasons offered by the Ojibway people interviewed in this study for their 

aversion to the hospital, the one most typically observed was captured in a succinct but 

poignant statement offered by a patient: "There's no spirit in there." For these people, the 

hospital experience presented a context in which there was a systematic erosion of al1 that 

was sacred and culturally meaningful in the context of healing and comfon. The hospital 

experience for pst ients, fmilies and healers/medicine men represented an environment 

where restrictions were made. "Doing our rituals. We can't do that. They cut us off from 

smudging, they cut us off fiom our sacred tobacco . . . fiom our bdiefs, the way we 

believe that we can help this person heal." 

Incidences were recounted that described how the actions taken by the hospital's 

medical professionals in response to arti facts of cultural rnedicines. One patient stated : 
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"They weren't respecting what 1 have there, like my beiiefs and that, you know." In the 

situation where patients while in hospital chose to take their medicines given to them by 

their medicine ma* they reported k i n g  confionted by the hospital's medical professionals 

who "wanted to patent it and al1 that" or "they wanted to send it to the lab and see what 

was in it ." For whatever reason these actions were taken in the hospital. it was clear that 

the Ojibway people to whom they were direcied, interpreted them as acts o f  suspicion and 

unnecesséuy scrutiny o f  their medicines. A relative wamed the nurse in reference to 

cultural medicines: "You can't touch it" and a haler explained, 'The elders are very, very 

caretùl not to expose medicine to anyone." Yet, patients claimed the health professionals 

were insistent in demanding they "expose*' their medicine. One relative noted: "She (the 

nurse) came back with 'no, the doctor wants to know what's in it.' 1 told her. 'well no' . . 

. but no, we have to! And 1 know we don't have to." I t  was clear that these rnedicines 

were perceived by them to be sacred and requiring protection from exposure. Given this 

cultural belief, it i s  not dificult to understand why patients' and families' described these 

incidences as "really disrespectful ." 

As well, in the situation where Ojibway relatives wanted to pedorm a ntual to 

"Smudge the person" or "smoke the pipe," they reported, "We hear this. you are killing 

the patient by giving him smoke." It was concludeci fiom these reactions o f  the medical 

professional that "they don't understand the meaning of these rituals." In an attempt to 

help the investigator understand the importance of these rituals to the hospitalized person, 

one patient reflected w hat ot hers reiterated: 
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They should be allowed . . . to take their stuff and their medicine men to corne into 

the room and do the prayen. Because. it helps when they come and smoke their 

pipe and do their rattles and their prayers in there. They lift you up. They cure the 

sickness, you know . 

Again, the Ojibway cultural beliefs about healing and approaches to "cure the 

sickness" appear to be in conflict with that of medical beliefs in this regard. Particularly 

striking in contrast to the views o f  the mecfical professionds were the views held on 

"smoking" by these First Nations people. One respondent was particularly informative in 

bis explanation of this: "You know, to us the ANshinaabe people, tobacco is very sacred. 1 

choose to abuse the cigarette . . . the tobacco. If l use i t  in the ceremony, it becomes 

sacred." In other words, cigarette smoking of tobacco was not perceived to be a healthy 

behaviour. T o b a m  used in cigarette smoking was understood to be an "abuse" of its 

sacred potential. The small amount of smoke used in what are believed to be "sacred 

rituals" was not intended to be equated in any way wiih cigarette smoking. Hence to 

equate the "smudging" ceremony with "killing the patient by giving hirn smoke" was 

another example of what these Ojibway people offered as a misunderstanding and 

discounthg of their cultural beliefs in hospitds. 

Some respondents revealed that a smokins room had been provideci at a large 

teaching hospital in Winnipeg, where a relative was hospitalked for cancer. This was seen 

as a positive gesture to those who admitted to kno;ving about it. As one relative remarked 

in reference to this "1 t hink t hey are trying." However. one respondent who had aciually 
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taken the opportu~ty to use this resource when his son was hospitalued for cancer, 

point4 out the extent to which this resource was designed without an understanding of  

the cultural needs of those who would be using it. The following incident demonstrates 

this respondent's attempt at canying out a "pipe-ceremony": 

Like M. was in Winnipeg. Now for me to smoke my p i p  I got to go . . . er . . . to 

the traditional woman that's working there, she had to take us al1 the way around . 

. . you know, walk for 1 don? know, 10 to 15 or 10 minutes or whatever, to walk 

to this special room that they have. You are away îrom him, you are smoking your 

pipe and you know, you would like to have there and you can't. 

No one could deny that the hospital had provided a space. but ironifally rather than this 

space creating a forum for bringing farnilies together in participation o f  their cultural and 

spiritual ceremony. its geographically distant location, actually sewed to isolate the 

hospitalized family meinber fiom participation in the healing ritual. Unfonunately, it also 

created a situation where the family members were forced to make a difficult choice 

between two equally important needs: the need to be in close proximity to the hospitdized 

family member in order to offer support. and the need to connect with "the Creator" to 

gain spiritual strength and healing through cultural ntuals. 

Imwsition o f  an Unaccommodatirta Climate 

The culmination of al1 the above impositions rendered the hospital setting a less 

than favourable place to be. especially when one was sick and feeling vulnerable. As one 

respondent remarked: "She used to hate going to the hospital . . . I don? know how many 
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times she signed herself out of hospital!" I n  response to what she thought was the reamn 

for this she stated: "the fact that she was just so vulnerable in there and that she had no 

control or power in her own life, in her own decisions when she was in hospital. Whereas, 

she could make certain decisions when she was at home." Further, respondents repeatedly 

spoke o f  incidences where they experienced insensitivity to their distress and a palpable 

sense of disregard when in the hospital setting. 

When enmurageci to describe what was meant by this, one respondent noted 

"Yeah, and y o u u  it ! . . . That 's something you can't hide. l t  's there. There is no room 

you can hide something like that in." This denoted what at a feeling level was a vividly 

impressive experience, but a difficult one to verbally ex plain. Respondent s report& 

guardedly on this and oflen prefaccd their responses with, "1 don't know how to descnbe 

it . . . " or "lt's something that you can't put your finger on . . . " or "lt's not something 

that I can aniculate . . . " There were problems in articulating what "it" was but i t  was 

very much a part o f  what defined the aversive climate felt in the hospitd. They. however, 

described incidences where they felt "it." Explanations such as this one offered by a 

daughter, describeâ her Msits to the hospital with her mother for chemotherapy: 

When 1 started taking h a  to chemotherapy . . . I was given one pamphlet . . . and 

when I iook her there and 1 waited with ha, nobody talked to me to see like 'It's 

your mother, how are you feeling. I would wait and nobody would, you know. 

You would think that because they are in a unit getting chemotherapy. the person 

that brings them there should be asked. you know "Do you know enough o f  
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what's happening?? and stuff like that. 

Another spoke of the times he had to take his wife in for relief of cancer-related pain and 

the reception he got: 

Sometimes we had to go there at night. and especially in the town here. . . . A lot 

of the times, it's written now when you go to emergency there's 1, 2, 3. and four. 

categories t hey follow. 1 guess, when they cal1 in a doctor. I think if you go there 

oAen enough 1 think they p. 'Oh, it's him again,' you know . . . 1 don't know, just 

a lot of times . . . fiom my own persona1 fdings I would Say, like I was a 

nuisance to them. And er . . . what can 1 do, eh? 

Here we begin to discover the unspoken but powerfùl cues which created a cold and 

insensitive atmosphere for the First Nation person. The numbered categones us4 for 

defining emergencies by the hospital were dehumaniting and singled out whose distress 

was the most legitimate to cal1 the doctor about. No one actually told him he was a 

nuisance but he sensed it from the way people reacted to him. 

A healer dso passionately offered what from his perspective created this lack of 

accommodation that was felt by Ojibway people in the hospital setting. He explainecl that 

there were lack o f  considerations: 

What I mean by considerations is showing kindness. showing love, showing 

respect, you know. When you look at the English language. it has many 

definitions. You can play with it any way you want within this word 

'consideration.' People say "What are you talking about? What are you saying?" 
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In simple language, I am saying kindness, love. respect, understanding, being able 

to listen the person in pain. Do we take the time? Do professional people take 

that time to show that kind of consideration? We have our people laying in the 

hospitals. where people walking around in pain . . . do we take that time and that's 

how we look . . . we as lndian people are looking at this way veiy strongly. 

He went on to explain that he felt, as a haler, that there was no respect for him or his 

medicine. He spoke o f  "the negative views" of the so-called professional people to his 

style o f  healing. "Some o f  the medicines that we bring to use are forever k i n g  questioned. 

1s that fair?There was again a sensing, an inference, a feeling of disregard thst was as 

vivid as if it were directly given by the spoken word. 

A patient offerad that, at her request. a nurse referred her to "one o f  the cancer 

vidims." She explainec! that, "she came to see me. gave me a bunch o f  pamphlets and then 

she walkeâ out and 1 never saw her again . . . I found that part so cold. 1 think people 

should be more caring." Here we see reflected the same type of insensitivity recounted 

above king perceived by a patient who descnbed i t  as "cold." Others spoke of similar 

incidences such as: "The doctor I had wasn't wmrnunicating with me . . . Al) he did was 

corne in and check my breast, look at it and leave." These approaches were obviously 

impersonal and devoid of human wannth. 

ûther attempts at describing the climate of  the hospital were: "it might be a tone of 

voice . . . compared to that person that has that compassion." Another stated. "Um, it 

was the . . . L guess the approach to her, 1 don? know . . . it's just the subtle . . . 1 don't 
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know." Others spoke to insincerity in the approach ofhealth professionals: "1 just hate 

when white people say 'Oh, 1 understand what you are going through.' No, they don't!" 

They a h  spoke o f  the Iack understanding health professionals had o f  the human distress 

that accompanied having the disease cancer. One patient noted that health professionals 

needed "more understanding, they have al1 the medical tenninology but they don't know 

what the person's going through. They just assume. See, they know everything but they 

ody h o w  it from the book." 

So that, the palpable, yet unspoken sense of disregard felt by these respondents 

was created through the effects of cold; impersonal and insincete approaches; and a lack 

of consideration and understanding of human distress. It was ruil and it  was a powemil 

presence. Consequently, those who had cancer and were inevitably hospitalizeâ due to the 

necessary biomedical regimen implemented for control of the discase, dreaded the degree 

of alienation they experienced there. Those who had observed the experience o f  close 

relatives in hospital, spoke o f  the inevitable outwme of broken co~ect ions from al1 that 

was culturally. socially and spiritually meaningful. Traditional healers felt that t heir 

d i c i n e s  and their perspectives on heafing were not respected. In general, the hospital 

was an unaccommadating experience that was not desirable. Blocking with respect to 

disdosure about the disease cancer was triggered in this context as an attempt to enable 

protection against having to endure the alienation anticipated by hospiialization. 

Desth: The Final Breakin~ of Vital Connections to S~intuai !nt& 

The particular circumstances of having cancer or having a close relative with 
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cancer, prompted an intense search for spiritual pidance and spintual intervention in an 

attempt to prevent certain death. Although it was believed by many of  the respondents that 

"the gifl t hat the white people have is the operation . . . and the technology and the 

knowledge to do that," the ordinary Ojibway person believed that bio-medicine's power 

alone was inefficient in averting the lethal course o f  this disase. Throughout the data, 

patients, relatives and healers alike admitted to requiring the need to "use the two, the 

white side as the way for medicine a d  the traditional way," rather than one o f  either 

orientations to healing. This intense need for spintual intervention was not merely m g h t  

through culturally sacred m o n i e s  and ntuals but was also sought by those who were 

not cumntly practising these traditional ways. That is, spintuality was also wught afier by 

those who referred to themrlves as a "church goer" and those who "read a lot of, the 

Bible, and had my rosaries." I t  was remarkable to note the repeated evidence o f  a fervent 

need for a spintual connection by those living with cancer or those having a close relative 

w ho had t his illness experience. 

However, the context in which blocking was triggered was where family membets, 

who had abandoned their "traditional way," had retumed to it in eamest in an attempt to 

save the patient fiom death. In the event that the patient did die, despite elaborate effons 

to change the coime of events through prayer and faith in divine intervention by God or 

the Creator, it was revealed in the data that this death created for these individuals a loss 

of faith. It createâ a context in which the individual feit alienation from the loved one 

through death. This alienation was hrther compounded by the loss of connection with the 
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beliefs in the power of sacrai ceremonies and spiritual beliefs to afford an outcome other 

than death. In one incident a mother expliiined the t ragic effect of this on the surviving 

family members and how it  triggerd blocking through the closing off o f  al1 discourse 

about the deceased: 

1 figureci that he would get well. 1 figured that the sweat Iodges and al1 the praying 

and the pipe ceremonies and al1 the ceremonies we were doing was going to pull 

him through . . . One of my sons. the youngest son, he went to a medicine man 

and he was told to Sundance f ~ r  his dad. And uh, he sun-danced that summer for 

four days and then when his dad died, he tumed away Rom the traditional ways 

because he Rgured that didn't do any good anyway . . . Yeah he was r d l y  angry. 

He was really angry about that. 1 still have a younger daughter who, she's still in 

that stage where she's, al1 she says is he shouldn't have died mom. He shouldn't 

have died. And when he died. well she was aiready drinking, but then she went, it 

got really bad, 1 had to look after her daughter for her. So my granddaughta lived 

with me for a couple of  years ti l l she quit dnnking and quit using pills. And uh, she 

doesn't want to talk about her dad. She won't talk about her dad at dl. 

This broken connedon with the swrce of  spiritual integrity seemed to be the stimulus for 

the shattering of entire lives through a more extreme fonn of blocking characterized by 

sdfidestructive behaviours such as alcohol and dnig abuse. Entire families were obsewed 

to be afkcted by this. Another respondent noted: 

ûne of my brothen, al1 he did was drink. Another one. al1 he did was stay away. . 
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. . My sister kept it al1 inside you know, and she would show this brave front. I 

was with my mother when she passed away . . . we said the 23" Psalm, we sang, 

eh? We said the Lord's prayer and by the time we sang AmaUng Grace, we didn't 

finish Amazing Grace and she passed away. And my sister cried for about a 

second! She said, you know, the whole family, Mom lefl them al1 alone. Mom lefi 

them alone. She never cned again! 

An eider attribut4 this spiritual anguish to the fact that "our people are guilty 

today of leaving, you know, the ancient teachings." It would appear that cancer forced 

confrontation with the ultimate threat: the threat to life and spiritual integrity. When core 

cultural values were not strong enough to sustain the challenges presented by t hese 

threats. there was a retreat to anything that tiirther blocked exposure to the pain. 

Summary 

There were three salient contexts in which a blocking posture was triggered. This 

occurred at the point a i  which either a patient or a family member received confirmation 

ihat the illness they were experiencing was actually cancer. The label itself was infused 

with deadly connotations and people retreated fiom talking about it to family and the 

community. Having cancer necessitated hospitdization. I t  became another tngger for a 

blocking posture due to the alienation anticipated when one once entered the hospital 

setting. The sources of alienation in hospital arose fiom the institutional structures that 

imposrd its dictates upon those who entered it, wit hout consideration of t hose things 

which were spiritually and culturally meaningful. When a patient died of cancer this 



represented the final alienation from family, tnends and comrnunity. Blocking was 

triggered in this context when efforts to summoned spiritual intervention from the Creator 

failed to result in a curative outcome for the patient. This was revealed to iead to a loss in 

faith and resulted in a more pathological form of blocking characterized by dyshnctional 

behaviours such as abuse of alcohol and dnigs. 

Un-blocking 

Blocking, although predominantly the posture adopted when deaiing with cancer 

among these Ojibway people, did not account for the responses of  al1 patients and care- 

giver reiatives. Conditions which evidenced a change in blocking to one o f  "Un-blocking" 

was demonstrated in those patients who had experienced the detrimental effects of 

"blocking." That is. those who had seen themselves as having survived the cancer and 

those care-giver relatives who had witnessed the impact of blocking on themselves and 

family. The inherent characteristic of Un-blocking was that it involved confronting the 

rerility of  cancer and opening discourse on the subject of cancer. Those who engaged in 

Un-blocking demonstrated 1 ) insight and spoke of actions they were currently taking to 

prevent the devastaiing consequences of blocking and they 2) spoke o f  what they had 

learned ftorn having experienced the consequences of blocking. 

I ) Insi~ht 

The inherent characteristics of Un-blocking were revealed by those respondents 

who voiced insight into the cost to their lives that blocking had wrought. This was based 

on two premises: 
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a) Loss o f  time. l n  this case, blocking was seen as responsible for the loss of valuable time 

necessery for early intervention and possible prevention o f  the fatal outcome witnessed in 

the relative's case. Statements o f  regret that "they wait too long," "people go for help too 

late" were repeatedly made by these relatives. 

b) Loss of su~ma. In this case, blocking was responsible for prohibiting many patients 

h m  gaining the necesssry support ihey needed to cope with this disease. This was 

demonstrated in the responses given to the suggestion that ihere was a need for some 

forum in which Ojibway people could feel wmfortable enough to talk about their cancer 

experience and gain access to wppon. The idea of support groups was mentioned as a 

possible resource. An example of a response to this was: "1 really dont know how t hat 

would work. That someone on the reserve is diagnosed with cancer, would stan in a 

suppon group with other people who've had it. 1 cannot see that happening at the 

moment." The explanation for this was conclusive: "That's because of the strons that 

strong taboo," "It is  to be kept a secret." 

Clearly, in this example there was evidence that the rcspondent recognized the role 

that blocking would play in disallowing participation in any context that would require 

them to "talk about it." The idea of gaining the benefits aforded by a support group were 

lost through blocking becciuse it required the very antithesis o f  what blocking afforded. 

Therefore in so doing, First Nations people could not take advantage of the expanded 

suppon that a resource such as suppon groups could offer. 
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Witnessing the suffenng of a loved one who succumbed to the ravages o f  this 

illness instilled in these are-giver relatives a detemination to prevent the same thing fiom 

happening to themselves or their children. They could articulate strategies for ensuring 

early detection o f  this disease. They spoke o f  having "leamed" fiom the experience as 

noted in the following response: 

I've lemed from that, because . . . fiom when this happened to my mom, 1 go to 

the doctor every year and 1 get myself check4 out and that. 1 have a marnmogram 

and you know, it's taught me . . . " 

They also spoke of the importance oftalking about it: "You know, . . . they have to talk 

about it and they have to start opening up, seeing, this is a reality today, you know." 

Funher, they articulated stntegies that they were currently employing and teaching to 

their children: " I talk about it openly with them. That's one o f  the things i've leamed 

through my mom too is, 1 want to share with my daughter, with my kids, my older son." 

Other cornments included how a mother taught her sons afier their father's death fiom 

prostate cancer. She described: "explainhg to them that if they feel pain in their groin, 

other than fiom exercise . . . or if they've checked t hemselves for lumps and . . . go see a 

doctor right away. That's what I urge them." 

These statements wcre al1 clear evidence o f  lessons Ieamed and efforts k i n g  made 

to institute preventive measures. They suggest avenues for addressing this very difficult 

barrier to early detection o f  cancer imposed by the "blocking." This also suggests the 

possible source of credible harbingers o f  a message to unblock. This should necessarily be 
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meone corn this cultural community who has acquired that wisdom which could only be 

gained through having experienced the devastating expenence of blocking. 

Un-blocking however, was not a static state. There were incidences where patients 

aniculated at a cognitive level an intention to unblock but reverted io a blocking posture 

when faced with actuaiiy taking action to un-block. So that, taking any action that 

involved actudly talking about the subject of cancer wuld again tngger blocking. The 

following incident clearly demonstrates t his. This patient explained : 

It would be interesting for me if I could talk to people with this sickness if 1 could 

get myself to join these groups . . . 1 already have a group I'm thinking o f  joining, 

they're at the YWCA. They have a group there on Tuesdays. Like I'm not 

working now on account o f  the cancer, so right now 1 have lots of time to join 

these groups. 

It would appew from the above quotation that this patient had full intentions of 

joining a suppon group and that it was not her lack of time that prevented her from taking 

this action. However, when the investigator queried whether it was "time" that prevented 

her from prewiously joining a suppoii group tu tdk to others and gain support, she noted 

"No, no, no. It wasn't tirne." She explained that it was "the blocking, yeah. Because I've 

tned a lot of ways to keep myself busy during the day, keep myself occupied or 

wmething, wit hout me attending t hese groups to remind me 1 have t his disease." 

Clearly attempts were k i n g  made by this patient io try to open discourse on the 

subject. She even had a plan, but never followed through to the point of actually joining a 
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suppon group. Where the patient kgan at a cognitive level to perceive the need to break 

the silence and stop the blocking, this was only a temporary posture. She deliberately 

reverted to blocking in an effort to protect herself fiom fwussing on the reality of having 

cancer. The attempt to seek out and participate in a support group was to her a cogent 

reminder of the threat that having cancer posed. 

Hence Un-blocking was reveded as another dimension of blocking. This dimension 

of blocking was shown to have properties that represented an "open" rather thon a 

"c lod"  dynamic when operational. Un-blocking was characterized by opening discourse 

on the nibject o f  cancer. It was evident in care-giver relatives and in those patients who 

had experienced remission of symptoms. The trigger For Un-blocking was revealed to have 

b e n  based on 1) insight gained fiom having witnessed the devastating consequences of 

blocking and 2) leaming from experience. The consequences of blocking which had the 

impact of causing a change to Un-blocking were a) loss of time and b) loss of suppon. 

Un-blocking however, was not a static state and patients could revert to blocking when 

faced with actually having to assume actions which f o r 4  them to have to open discourse 

and conhnt the reolity of having cancer. Un-blocking. however, represents a possible 

window of opportunity for affording a change in blocking. 
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Summary 

Happenings and events as they are located in wntext show the conceptualization 

of process in blocking. Figure 3. diagrammatically shows the closedopen dynamic o f  

evolving dimensions of blocking, partial blocking and Un-blocking. This is depicted by the 

solid horizontal line showing rnovement from a closed to an open posture on discourse 

and disclosure about the illness cancer. The vertical lines which cross the horizontal line 

depict contexts which trigger blocking and thwart attempts at becoming open on the 

subject. They are contexts in which a) the name cancer is affixed to the illness k i ng  

experienced, usually following a visit to a physician and receiving the diagnosis b) the 

person is hospitalized or hospitalization is suggested in order to carry out specialized tests 

and treatments and c) t here is deat h of a relative as a result o f  cancer despite great efforts 

on the part of a family member to use traditional cultural medicine and ntuals in efforc to 

prevent the death. Arrows on the ellipses depict the dynamics of movement through the 

dimensions of blocking and the consequences of the impact of specified contexts in 

changing the direction of action. 

The diagram shows that at each point following entiy into any of the contexts, 

blocking is trigged and resurned. Partial blocking can m u r  for patients at points after 

treatment and remission of symptoms. However, this is not lasting and they revert to 

blocking when faced with taking action to unblock. Upon the death of  the patient, the final 

context in which blocking can be triggered, sorne people unblock and remain open. Some, 

aAer staning to unblock, turned fervently to traditional spiritual beliefs and rituals to effect 



Fieure 3. Dimensions of blocking and contexts that trigger blocking., 

Afbing the 
name 'cancer' 

Hospital 

Note: nie horizontal line with soiid shaded amws extending from leR to right, shows the 
closuifopen dynamic of evolving âixncnsioru of blocking, blocîting and imblockhg. 
Vaticai lines qresent contexts that tri- dimensions of blockg. Anows on the 
ellipxs show direction and change in action foiiowing impact of context 
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healing in the patient. Upon the death of the loved one there is a loss in fâith and 

traditional ntuals as they failed to protect their loved one From death. These persons revert 

funher into blocking than initially. H ere properties of blocking are observecl but t hey now 

include dysfùnctional actions such as alcohol and dru$ abuse. 

The Pain o f  Cancer 

Introduction 

The pain o f  cancer was invariably presented by these Ojibway respondents within 

the framework o f  the beliefs that structurecl t heir understanding of t he disease itself 

interestingly, respondents would present their perceptions and understanding o f  the illness 

cancer as inseparable from the pain o f  cancer and in tum, the pain of  cancer as insepaiable 

fiom the pain o f  life. In short, pain meant the cancer experience and the cancer experience 

epitomked that which was most painfùl in life. Throughout the interviews, when 

respondents were asked about the pain o f  cancer they would invariably embark on homfic 

stories of the pain endureâ in the context of physical, sexual and socid abuse as a people. 

These stories were infused with themes o f  helplessness. hopelessness and loss; of having 

to endure; and of haMng to make cruel choices. This puuling intenveaving of cancer and 

related pain 4 t h  the pain of life was finally elucidated in this statement offered by one o f  

the respondents, a healer. "if you are going to understand this sickness then we have to 

understand life." l t  was from this vantage point that it k a m e  possible for the investigator 

to h l l y  appreciate the full breadth of the dimensionality of what was perceived as the pain 

of cancer. 
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The pain o f  cancer was not only conceptualized as a hurt, at the level of a 

sensation, but reached into the recesses of deep psychological, social and spiritual anguish. 

For according to one healer, the pain o f  cancer manifested itself through "various kinds of 

pain." This was demonstrated in the descriptions of pain offered by those who suffered 

with i t  and those who stood helplessly by in fervent attempts to help relieve it. 

Pro~erties of Pain: Seamless Intertwininv of Dimensions 

Cancer pain was described by patients in this investigation as having the physical 

properiies ofa sensation such as: "burning" pain. "sore," "aching," "heavy and sometimes 

dull," "sharp" pain, "it huns . . . 1 went to the ceiling!" The word "sore" was the tenn that 

recurred most tiequently as the initial response to the sensation they were experiencing. 

Further probing usually stimulated a more descriptive response. Pain had dimensions of 

intensity ranging fiom "not too bad," "bac pain, "a lot of  pain" to "severe" pain. It had 

the uipacity to move, as one patiefit with leukemia vividly explained what he described as 

"severe pain": "like it's a little bal1 and it bums and then it moves. it moves fast. Like it 

travels. That 's why t hey can't get rid o f  it." In the case of a patient with ceMcal cancer 

the pain " went t hrough to my back. " Pain could be b'consiani" as a patient wi t h stomach 

cancer described it. or ii could be intermittent as a patient with breast cancer (complicateâ 

with elephantiasis) whose pain was "not too bad" described it : "lt 's not there ali the time, 

eh." Clear and precise descriptions of the properties o f  the pain experienced with cancer 

were easily reported by respondents. 

However, what was most impnssive about these descriptions of cancer pain, was 
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the additional dimensions o f  pain that were simultaneously clicited in relation to 

experiencing the physical sensation of pain. It was revealed that patients reacted at an 

emotional level to the pain o f  cancer. That spintual anguish refleaed the pain o f  cancer as 

well as the threatening cognitions about cancer. They perceived at a cognitive level what 

the pain indicated and they reacted at a behavioural level with a range of actions that 

helped them to manage the pain. This did not necessdy mean actions that, fiom a 

biomedical perspective, remveâ the sensation o f  pain. I t  did however always mean 

actions that ameliorated the pain. These actions were of tm directed toward maintaining 

spiritual integrity and m ie  cultural values and protecting against k i n g  disconnected tiorn 

these. The response to cancer pain was therefore wmplex. The dimensions of cancer pain 

were described as though seam1essly intertwineâ. This pain was multidimensional and 

integrated, not wmpartmentalized (see figure 4). 

Pain is Cancer and Cancer is Pain 

Patients who had cancer associated the expenence o f  a painhl sensation with the 

confirmation of the reslity that they had cancer. As one patient noted when she started to 

get pain "That thought occurred right away: lt 's probsbly the cancer." There were 

repeated incidences where feelings such as "scared" and "helpless" were used to describe 

patients' response to the experience o f  cancer pain. It was what they thought the presence 

of pain indicated that was oflen cited as the stimulus for this response. The most 

frequently used reason for t he r  feelings was typically that it indicated the severity of t he 

illness as n o t d  in the following: "Like, 1 was rçelly sick" or that this it was evidence of 



F i ~ r e  4 The multidimensiondity of pain: An Ojibway perspective 

Noie. The arrows indicate the fluidity and intcgntion of the dimensions of cancer pain. 
The middle circle indicates that cancer pain is inseparable from the iflness cancer. The 
outer circle indicates the dimensions of pain. The arrows pointing inwards and outwards. 
indicate the connections of cancer to the dimensions of cancer pain. The spacc on the 
outer aspect of the circles indicate the integrai connection between the pain of cancer and 
the pain of life in the broader context. 
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exacerbation or spread of the cancer: " Its coming back." I t  also indicated the possibility 

of"  having more surgeries," and t hat hospitalization was required: " M e n  the pains corne 

1 know ïve  got to go back io the hospitai" and that to many, was a most dreaded 

anticipation of  separation from cultural supports and a stark reminder o f  the reality of the 

presence of cancer. As noted by one patient, "Yeah, like when 1 have the pain, 1 think 'oh, 

I've got cancer . . . "' Hence, threatening cognitions were intertwined with sensation of 

pain. 

Blocking in Cancer Pain 

It is at the point of acknowledgment o f  having cancer, signalled by their expenence 

of  the sensation of pain, that patients explained the actions that t hey took when confionted 

with this reality. ln the last person quoted, this patient finished her sentence as many 

othen did " . . . then, like I said, I'll try to ignore it [the pain]." In other incidences, the 

statement "1 wait" was the most strikingly remarkable response o f  patients in taking action 

to aileviate cancer pain. Features of blocking therefore emerged as one o f  the possible 

strategies taken to deal with cancer pain just as it was used for dealing with having the 

disease. Cancer pain was obviously an ernbodiment of the cancer experience. All of the 

adverse conceptualizations o f  the disease (noted in the earlier discussion) were signalled 

by the presence o f  pain. The dreaded hospitalization experience was al= perceived as the 

inevitable consequence of experiencing pain when diagnosed wit h cancer. Again, t his 

created a context in which "blocking"seemed to inevitably manifest itself As in 

conceptualizations o f  the disease cancer, it also presented as a way o f  dealiny with the 
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pain of  the disease cancer. "1 keep myself busy. 1 never, like when 1 was in pain, 1 mver 

lay down on rny bed . . . " said one respondent. 

Besides admitting to "taking pain killers," there were many incidences where 

patients' strategy for pain reliefwas to reach out to their spiritual source. This respondent 

pointed to the heavens while stating, "1 used to think somebody is there for me, like . . . up 

there . . . Somebody is looking afler the pain . . . I went to church." The remarkable 

aspect about this is  the number o f  incidences where other respondents admitted to similar 

beliefs about what pain indicated and resoned to the same actions. As this patient stated, 

"When 1 was in a lot o f  pain, if 1 said my prayers, 1 wouldn't experience the pain as much . 

. . My prayers were stronger than the pain so 1 knew He was there beside me and He 

would help!" Spiritual connection was a constant yeaming and a source of strength for 

these respondents in dealing with the pain of  cancer. 

Although blocking, and thereby ignonng the pain. was a strategy used when 

experiencing pain, al1 respondents spoke o f  taking some fonn of analgesic to help relieve 

the pain. For exemple, one patient. who like others who stated they had severe pain, 

offered "Like [when] I can't stand it, I've got to have pain-killen right away . . . simpty 

to be comfonable." However, t here doesn't seem to be a regularity to this taking of 

medications. There was the suggestion by this, and other incidences that even in severe 

pain, patients only sought medication when the pain was out o f  control, and even then, 

they would "wait." However, whether they took their medications regularly or not, they 
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al1 spoke o f  gaining strength through spiritual powers "The main thing. Like you've got 

to leave everything to the Creator. Yeah, the spirit has to be strong." Spirituality, whether 

achieved through conventional or traditional practices, was at the core of every action 

taken to relieve the pain. 

These responses by patients to cancer pain was shown to be multidimensional. 

Behaviours which were aimed ai ameliorating the pain were noied to be similar to those 

used in dealing with the disease itself That is, characteristics o f  blocking were noted in the 

response CO cancer pain. However, faith and maintai~ng spiritual integrity was the driving 

force behind the behaviours useû for the most pan, in the amelioration o f  cancer pain. 

Maintaininp Core Cultural Values: Enduring the Pain With a "S tvle" 

What was indeed interesting to note was that the care-giver relatives also 

expressed feelings of "helplessness" when observing their loved ones in pain. Their 

helplessness stemmed mainly from the reluctance of many patients to take their medication 

for pain relief One care-giver relative teaifully recounted the difficulty she had getting her 

mother io take her prescribed analgesic: 

1 klt helpless . . . i t  was really hard . . . I asked her once. she was sitting on the 

bed and she was squeezing my hand. and I said, "Mom, take your pills, it's almost 

time, the four houn is almost up." "No, ['II wait," she said. "I'll just wait t i l l  four 

hours." I said. "There's no point in you suffenng." I said, like that. "Just take the 

pills now." And she just squeezed my hand. but she would never cry out. 

This stoic posture of a patient waiting. who "would never cry out" in pain, was recounted 
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too many times by care-giver relatives to be an individual idiosyncrasy. On funher 

examination, it was noted that whenever a care-giver spoke of this behaviour in a patient, 

they described that person as "strong" and they did so with great pride and admiration, as 

noted in the following response: 

She had so much i ~ e r  strength. Still. she was a fighter, she was a very strong 

womnn, she was a fighter inside and she said. "1 can't [take the pill]. 1'11 be okay." 

she said and she just squeezed my hand. You know. 

In another incident. a daughter proudly recounted how her mother only "moaned 

in her last stages o f  life: "But she wouldn't dwell on the pain. She never did that. She 

would never do that ." She said t his with obvious sense o f  pride in her mother's strength 

and her stoicism. This was puvling because at the sarne time that this sense of  admiration 

was expressed, there was genuine pain and tears shown by these are-giver relatives who 

explained that seeing their loved one in pain represented the worse part of this illness 

experience for them. "The day-to-day thing . . . it was stressfiil. but 1 was able to handle 

i i .  But it was the pain! Watching her in pain and that was the most awful thing I've ever 

had to experience." She proudly concluded that her relative had a "style." The reason for 

this seemingly incongrnous response on the part of  the are-given relatives to their loved 

one 's insistence on enduring the pain was bacause t hey understd the reason for t his 

behaviour. This became clear when a are-g~ver relative reportecl how her mother 

explained t his to her: 

I want you to see the strengt h in me. . . . I go to the hospital she says, I sec 
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patients starting to, she said suffenng, at the G-- Hospital there, she says, you 

know, you wouldn't believe the people that are crying out loud in pain, just yelling 

for their next medication she says, 1 don't want to be like that she said. 

The respondent concluded from this that, "It was alrnost as if this was a dignity thing to 

her." 

This was a powerful example of how cultural dictates rnandated what was most 

important in maintainhg personal integnty in the face of enormous challenge. This disease 

cancer had invaded these people's bodies. They had somehow becorne weakened 

physically and in social stature as a result o f  having succumbed to the disease. It was as if 

they were determined to maintain a sense of integnty by endunng the pain with a 

steadfastness that bespoke their inner strength. There was no place for wlgar "crying 

out." There was a certain deportment that was obviously derived fiom core cultural 

values. These patients may have been weakened by having the disease but they would 

show their strength in the dignified way that they bore the pain of  the disease. 

Cancer Pain Eauated With the Pain o f  Life 

In the process of exploring perceptions o f  cancer pain among these Ojibway 

people, it was revealed that their understanding o f  cancer pain was much broader than the 

illness itself In explainhg their experience and understanding o f  this pain, they spoke o f  

horrendously difficult tife experiences which had to be confronted when faced with a 

disease. which in al1 intents and purposes meant "a death sentence." These stories were 

about the tremendous courage and integnty o f  people faced with making paintiil choices 



151 

wtiich resulted after a diagnosis of cancer. 

A are-yiver relative recounted the story of her twenty-one-year-old sister-in-law 

who was diagnosed with leukemia. days afier she was advised that she was pregnant. The 

physician encouraged her to abort the fetus because she needed early treatment 

iniervention to arrest the progress of the leukemia. She adamantly refused an abortion and 

planned to have treatments afier the birth o f  the child. As the pregnancy progressed, so did 

the disease. With it. was what was described as "extreme. extreme pain." Tearfully this 

respondent spoke of  the patient "not taking any pain-pills . . . She just suffered." She had 

decided to endure the pain rather than hun the growing fetus. She signed herself out of 

hospital and would not retum because o f  the alienation she felt there. "She bore the pain." 

The respondent recalled, "She would always say, 'oh, the Manajoosh [-;1 . . . it's eating 

me here today. "' She recalled aiso how painful that was for her, as a care-giver relative to 

watch. She spoke o f  her feelings o f  "helplessness." Both the patient and her husband dealt 

with this by not talking about it: They assumed a blocking posture. "She would never say 

the word cancer . . . my brother did the exact same thing, but he tumed to alcohol because 

he could not cope." The patient did make it to terni, g i v i n ~  binh to a hcalthy baby girl. 

She died the next day never having seen the baby. 

Cancer and its related pain had reached into lives. I t s  impact had rendered an entire 

family dysfunctional, fatally claiming one o f  its members. Blocking unfortunately played a 

big pan in enhancing this already difficult situation because it blocked communication at a 

time it was rnost needed. Blocking was a way of baring the pain o f  cancer and the pain o f  
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this difficult life experience. The pain of  cancer produced enormous physical pain and it 

was also an experience of deep emotional anguish. The response to it was one of 

enormous fortitude by the patient in her resolve to endure the physical sensation of pain in 

order to maintain her connections with her family in the cultural context o f  her own 

cornrnunity. This she preferred rather than succumbing to the impositions and lack of 

accommodation that was hospitalization. So, "she bore the pain." and her are-giver 

relative rernarked proudly that "This was an exceptional woman." 

The pain of cancer was also a source o f  enonnous spintual anguish. A male 

respondent spoke o f  how cancer had created a lasting pain in bot h his life and the life of 

his common-law wife who had been diagnosed with it. He spoke of her being in "a lot of  

discomfort," about the fact that they felt "helpless." "We couldn't do nothing but go 

through the pain." Remarkably. his conversation about cancer pain moved immediately 

from the patient's sensation of  "discomfort" to the pain "we" were going through. The 

dimension of pain he then described was that of the intense spintual anguish which his 

common law-wife was going through as a result of the common-law status of  their 

reletionship. This couple had lived together For thirty-one years. However. having cancer 

hsd created for her a need to reexamine her lifestyle. He explained that she informed him, 

"I've been thinking about this and it's k e n  hard on me . . . 1 don? want to shack up 

anymore, we cal1 i t  shack-up. eh? Living together . . . She said '1 want to prepare my life 

for the Lord. . . .' " Hence. the pain of cancer was bad, but the pain of the possible loss of 

connection with her spiritual source through a perceived sinhl liaison, was the greater 
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This respondent spoke of the anguish they both felt about separatiny. Afler 

consulting with a spintual leader he was idvisêd to gant her the wish that they separate. 

His voice broke as he tearfully recounted: 

It's hard for me to tell you what happned . . . the family . . . thought 1 was 

running away fiom her because she was sick . . . they took it the wrong way! That 

made me feel worse . . . The last couple of weeks . . . she wanted me, she told the 

pnest that she wanted me, but they wouldn't tell me . . . So I went tliere and they 

told me to leave the yard, so 1 had to go." 

Again, the pain o f  cancer was conceptualized in the context o f  a painfùl life event. 

ûealing with the disease cancer had created a situation which led to the painful separation 

from a long-tenn relationship. I t  had resulted ir! alienating the patient from her loved orle: 

the person who represented her partnership in a sinfil relationship. However, she believed 

it would bring her closer to her G d  and so she made her "bard" decision and chose to 

l ave  that relationship. He believed that "Towards the end, I tbink that's what helped her 

not to suffer too much. eh." The strength of the belief in the importance of a spiritual 

connectedness at the t ime of  illness far outweighed the need for the personal connect ion 

that could possibly break that connection. Deep spiritual anguish was the impetus for this 

painhl decision. It was embedded in the cancer pain experience. 

These incidents as no td  thematicallv t hroughout the data. defined the expanded 

parameters of cancer pain to include spintual dimensions. lnterestingly, as noted in t hese 
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data, the strategy for pain relief was aimed at removing the source of the spintual pain. Its 

amelioration was demonstrated in desperate efforts aimed at maintaining spiritual integrity. 

Cancer Pain: lntuitivelv Sensed and Conta~ious 

There were several incidents noted in the data where it became evident that thcse 

Ojibway people had a way of knowing that was not within the d m  of the concrete or the 

written word. There was the suggestion that each o f  the four "races*' of the earth had gifts. 

The ability to experience "visions" was reponed to be the gifl of the First Nations people. 

I t  was however not hlly recognized for its great potential by the min Stream society. A 

higher form of  knowledge was accessed through this ability to be open to the knowledge 

presented by "vision." An elderhealer began the explanation of this when he spoke of t he 

need for "vision to be brought into the world that encloses al1 o f  us as human beings." 

Therefore, having vision held the capocity to bring us al1 together through i ts  potential for 

allowing us io  be completely sensitive to the other's pain. How this pertaineâ io the pain 

of cancer was explained by another elder/healer who suggested that in healing, the patient 

needed the "caring and understanding o f  the pain he is goiny through." He explained how 

this wss attained: "We have to visualize the pain that he is going through in order for us to 

fcel that ." Thev spoke of cultural ntuals which facilitated the sharpming o f  the senses to 

the pain and distress of others and of the powerîùl counsel administered t hrough visions. 

True and genuine support for the patient and a sense o f  hope was then possible after 

making this connection with the other's pain. 

Equally as important were the elderlhealers who spoke of "the emotional pain that 
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wc carry" in reference to disdain they as healers felt when the legitimacy o f  the power o f  

these beliefs and their medicines were questioned and not respected. "We cany that 

emotional pain and it hurts." He lamentai. "We need to be respected for who we are and 

what we have." The intensity with which he spoke these words lefl no doubt that this hun 

was very real. This too was cancer pain and in this context elderhealers felt its hurt 

intensely. 

This ability to sense the pain of t he other was also reponed by are-giver relatives. 

It was revealed in the response of an abused woman who with her adult children retumed 

to the bedside o f  het abusive husband. She explainal, "As far as we were concemed. he 

wasn't the man who beat us up and temfied us for thirty-two years. He was just a man in 

pain and we were feeling that pain too." When a similar remark was made by another 

respondent, the idea o f  "feeling the pain" was tùnher expanded to reveal actually feeling 

the sensation o f  pain o f  another. Rather than just a sensing o f  pain, t his respondent pointed 

out. " I knew he was in pain because 1 felt it and 1 told km." She explained that he was 

teking Morphine for the pain and that "he tned to keep it  quiet." On expioring what she 

munt by this, she reveaied that she had literally experienced his pain. There appeared to 

be also a contagious element to the pain of cancer. 

The dimensions o f  cancer pain were shown to extend beyond the boundaries of 

self I t  was the kind o f  pain that could be intuitively felt and literally experienced by others 

only when they were open enough to reach a certain level o f  empathy and understanding 

ofits intensity. Cancer pain in this context had a profoundly distressing effect on everyone 



who came in contact with it. 

Summary 

The pain o f  cancer has been shown, through the experience o f  those who had the 

disease, as well as care-yiver relatives, and traditional healers, to be an all-encompassing 

experience of discodort at every level o f  human experience. The pain was cancer and the 

cancer was pain. 1t was a pain that reached across the boundaries of self to all that came in 

contact with it. Some were broken emotionally by the experience and others endeavored 

to withstand its challenge. Its dimensions extended to disrupt physical, psychological, 

social and spintual integnty. 

Response to the pain o f  cancer was aiso at the physical, emotional and 

cognitivehehavioural level. The driviny forces behind these responses were a fierce need 

to maintain spintual integrity, core cultural values and a social posture o f  strength and 

dignity. Therefore, responses to the pain and behaviours to ameliorate the pain were 

inuicately celated to cognitive beliefs and understanding about the disease cancer itxlf. 

Since the meaning of the pain forced confrontation with the reaiity of having cancer, 

blocking was therefore a feoture of the cognitive-behavioural strategies used to ameliorate 

the pain. 

There were also behaviourd responses to cancer pain that involved elabrate 

efforts at enduring the pain. This was demonstrated in an interesting contradiction in 

patient behaviour relative to the intensity of the pain sensation reported. Patients actually 

endured what was reponed in intensity to be "severe, severe pais" with little if any pain 
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medication, in order that they achieved what was perceived to be a far greater relief than 

merely the relief of the sensation of pain. They endured the pain with "a style*': r 

deportment that ponrayed the ultimate in strength and dignity in the face o f  enonnous 

challenge. They overcame pain through prayer and ritual connections to their God and 

Creator: a means of maintaining spiritual integrity and connections with core cultural and 

personal values. Ojibway people on this reserve endured this pain as they did the difficult 

and paintùl challenges o f  life. Their efforts to ameliorate the pain of cancer were as 

multidimensional as their conceptualization o f  what the pain of cancer meant. 

The Biomedical Perspective on Cancer Pain: A Contrast 

me an in^ o f  the Word Cancer 

The discourse on cancer pain by the Ojibway respondents was filled with 

paradoxes and contradictions which, when analysed from their perspective, revealed a 

cultural fiamework with a certain logic. That of the health professionals' was framed 

within a strictly biomedicd framework. Nurses and physicians, when askeâ questions with 

respect to the naming of the illness and meaning and nature of cancer pain, kept narrowly 

to the medical script t hey had acquired t hrough their respective ducat ional backgrounds. 

As a result, their responxs were, for the most pan. based on a well-articulated 

conceptualization of  the medical mode1 and the pathophysiology ofdisease. 

However, there were some similarities identified between the beliefs of these health 

professionals and those of the Ojibway participants from the reserve community adjacent 

to this health institution. While health professionals spoke o f  the other medical names used 
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to describe cancer with words such as: "Carcinoma," "malignancy" and explanations o f  

the various types of  cancer as related to site of  origin, the Ojibway respondents spoke of 

"Manajoosh," an Ojibway word imbueâ with an onerous connotation. lnterestingly, it was 

on the implications of the word "cancer" that both groups o f  respondents shared a 

comrnon conceptualizatioti. As in the Ojibway population, the term repeatedly used to 

describe cancer was "terminal." and "scary." Other similar texts were "basically it's a scary 

disease" and, "A lot of people are afraid of the word." The health professionals, never 

actually mention4 the word "death" but it was obvious that they were talking about 

death. "Terminal" was as close as they would get to removing themselves from the 

secunty o f  t heir medically oriented jargon when presenting their ideas. This word 

"temiinal" was used by almost every nurse in the health professional group. 

The slightly different twist on this acknowledgment of cancer as "terminal," by the 

health professionals was their qualification that this status was dependent on the identified 

site and stage of the disease. All cancers were therefore not seen to be "terminal." There 

was however, connotations o f  fear and anticipation of fatal outcornes connected with the 

word. Therefore. regardless of  cultural orientation, it would appear i hat this 

conceptualization of the disease was a shared one by both health professionals and the 

Ojibway respomlents. 

Cancer Pain and Pain Control: Differences in Aims and Focus 

There were no other similarities in ternis of the basic conceptualization of this 

illness bv niedical health professionals and Ojibway respondents. Pain was seen from the 
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Ojibway person's perspective as an embodiment of cancer and vice versa. It was 

inseparable from the disease. On the other hand, health professionals saw the pain o f  

cancer as specific to certain cancers and as related to the site and the advanced stage of 

the disease "ult imately end-stage cancer," with "metastasis." Hcnce, both physicians and 

nurses shared the sentiment that "some have no pain and some suffer terrible pain." 

Adequate pain control medication was the aim of physicians. "To be. um. to give 

[hem 1 W ?  pain-free." The problem with attaining t his goal o f  " 1 Wh pain-free" was that 

it seemed completely dependent on adequate medication and dosage protocols. This 

becasne a problem because there was often a disagreement between nurses and physicians 

as to what constituted adequate medication and dosage requirements. It was in this 

context that the discourse on cancer pain was presented by physicians and nurses. Nurses 

spoke of feeling "helpless," o f  feeling "hopeless" and o f  feeling "fhstrated." These 

feelings by nurses were an expression o f  not having the power to access what they thought 

was appropriate medication and dosage protocols for their patients. 

Physicians alone held the power to prescribe medication, the amount and regularity 

of a dosage. The subordinate position nurses held in relation to physicians in the realm of 

prescribing of medications created a power stniggle and led to feelings of helplessness on 

the pan o f  the nurses. In this hospital settinp, nurses offered that " We have docton that 

tend to seem to want to withhold medications." Others made statements such as "I feel 

we have to beg for these patients to get medication. It 's frustrating." This incident 

explaineci the dynamics which hindered their ability to feel confident in adequately 



cont rolling the patient's pain. 

Uh, I find my greatest problem 1 have is with some o f  the doctors not 

understanding the pain, not understanding, especially in end-stage. This person's 

dying, like you can't Save them therefore out best thing is palliative care. We have 

to keep them comfortable, and for me thai's a very strong point. 1 want to keep 

them comfortable. I've had arguments with doctors for morphine to titrate to pain, 

to get that order, where 1 haven't been able to get it and I've finally approached the 

family and said if you ask for it, you're more likely to get it because for two days 

now I've wanted, you know, to just basically to stan on a low dose to find that 

level where they're comfortable, you know, not wanting to sedate them or 

whatever but just keep them comfortable and I've had to fight with - I don't know 

whether they, I dont think they have much palliative education, it's a big point. 

Nurses had a genuine need to help their patients to be comforiable. They however, had no 

conirol over the access to what they perceived as adequate medication to do this. 

Interestinyly, when talking to the physicians, although the majority o f  them said their goal 

with cancer pain was "to get a patient pain-free no matter what i t  takes," one did actually 

admit to f d i n g  "scared" about aspects of pain management related to the administering o f  

large dosages o f  analgesics. This may explain their rmson for hesitancy with respect to 

prescription as noted in the following: 

1 think uh. I take myself and general physicians, that we are sometimes scared to 

um. to use certain dnigs that um - you don't want to overdose a patient but you 
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feel more comfortable to know that patient is pain-free and comfortable and is  

released fiom t his horrible experience.. . . . Yes. 1 mean. 1 think we are well aware o f  

side effects of these drugs we use to relieve the pain and i t  sometimes, that stands 

in the way of giving them full or total relief but I think that cornes with experience, 

that you know, the more you work with these patients the more comfortable you 

are with relieving their pain. 

There were different perceptions on the part of the physician and the nurse with 

respect to pain wntml. However, they both reported having the sarne goal and focus: the 

relief of the physical sensation o f  pain. The nurses however, felt fnistrated and helpless to 

provide adequare control because they had no access to the power to prescription 

medication (i .e., to independent ly prescribe ) and, the physicians on the other hand. felt 

scared and hesitant because they were left with the ultimate power to make chat decision. 

This resulted in pain control outcornes that were reported by nurses ro be inadequate. l t  

was on ihis divide, that the dimensions of pain expressed by the professionals took on a 

conceptualization skewed in proponionality towards the physical sensation of pain. These 

nurses were obviously concemed with and acknowledged a degree of  dimensionality to 

the pain of cancer. as noted in this response,"Ya, but there's also . . . a mental pain that 

they have." However. they seemed to have to focus al1 of t heir effons in a power struggle 

with physicians and were barely able to provide adequate amounts of medication for relief 

of the physical sensation o f  pain. As a resuh the discourse on pain for these nurses 

retlected a preoccupation with the physical dimension of pain and a focus on medication 
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intake for relief o f  cancer pain. 

hterestingly, the feeling words o f  nurses echoed the sentiments expressed by those 

First Nations are-giver relatives who watched their loved ones in pain and felt "helpless" 

as well, to do anything to help them. However, as discussed earlier, the circumstance 

driving these responses for the First Nations are-@ver relatives was the patient's refusal 

to take an adequate amount of the medications prescribed for pain control. In the case of 

the heaith professionals their helplessness was driven by k i n g  powerless to prescribe the 

medication they believed would address the level o f  cancer pain a patient was 

experiencing. Recall that the First Nations patients admitted to using a number of 

cognitive behavioural strategies to ameliorate the pain and that many chose to endure the 

pain. The reason given for this was that their priority for pain relief was the ability to 

maintain a "style" or posture o f  strength and dignity and to pull on spiritual sources o f  

strength and core cultural values CO help them do this. Medication intake was only but one 

small piece of the total pain control strategies used by them. Their focus was on the multi- 

dimensionali ty of pain. 

In contrast to the health professionals' focus on medication for pain control, it was 

the focus on other dimensions of pain that held potential for the relief of  t he pain o f  cancer 

for First Nations respondents. Their conceptualization o f  pain melded physical, emotional, 

social, cognitive and spintual realms as one comprehensive pain experience requiring an 

equally multi-dimensional and comprehensive approach for its relief. This was noted in the 

incidences earlier discusseâ as well as in the following attempt ai explanation by this 
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haler: 

This is somet hing very. very dificult to try to . . . to try to give an explanation 

because what we are dealing with here is somet hing spiritual. . . . They gave him 

whatever dnig is being prescribed for the pain . . . you know, the dmgs are not 

helping, and they are still are feeling the pain . . . You have the physical pain, you 

know, but probably the worst pain you can ever feel is the emotional pain and you 

cannot physiuilly describe it with, you know, using any physical tenninology . . . 

and whatever has caused t hat, you know that ernotional pain . . . if it is not dealt 

with. it will manifest physically. 

Therefore. although both First Nations respondents and the respondents who were 

health professionals saw a degree o f  multidimensionality to the pain of cancer, these two 

perspectives were different. Figure 5 diagrammaticdly shows the differences between the 

two conceptualizations of cancer pain. The multidimentionality described by the Ojibway 

participants was more comprehensive and more complex than that of the heah h 

professionals. It was characterized by a fluidity and merying of dimensions. This was not 

observecl in the descriptions of pain ~ i v e n  by the health professionals. The health 

professionals describeci with detail the phpical dimension of the sensation of pain at one 

level and included the emotional dimension o f  pain as something that should also be 

considered. There was the suggestion o f  levels o f  pain by the health professionals as 

opposed to a fluid integration o f  the dimensions o f  pain. Pain in cancer was acknowledged 

by the professionals to be present only in some cancers and this depended on the site and 



Figure 5 Conceptual h e w o r k s  of cancer pain. A cornparison of Ojibway and health 
professional 

Focw: Jàin m o n  

Note. The figure on the Ieft reprcJents the conceptud fiamework of the Ojibway. 
depicting the fluid integrarion of dimensions of unccr pain. The figum on the right 
repremts the wnceptud fnmework of heahh professiods. In cornpuison to the 
Ojibway, hedth professionals' concepturlization of cancer pain is more linear and pain is 
wpuable fiom the cancer expaience. lu dimensions are more layered with the physid 
dimension reprmting the largest layer. Pain sensation is the focus of pain assessrnent and 
medications are the focus of pain management. Nurses and physicians divide on 
approaches to medication management. 
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stage of the cancer. However, for the Ojibway respondents. cancer was pain and pain was 

cancer and, in the broader context became equated with the pain of life. The point of 

focus for amelioration ofthis pain was also different. The First Nations persons' actions 

focussed less on taking of medications for pain relief and more on taking actions that 

enabled maintaining spintual connections, emotional and personal integnty and a posture 

of dignity. 

Summary 

Cancer pain was a challenge for al1 those who confionted it regardless of the 

conceptual orientation t hey brought to the challenge. However, it was the entrenched 

beliefs acquired either throuyh education or core cultural values that structured the 

understanding of the illness cancer and drove the actions taken to deal with the challenges 

ofthe disease and its related pain. The First Nations population in this investigation held 

similar aversive beliefs about the word cancer as did the health professionals. However, 

unlike the health professionals, their conceptualization of the pain of' cancer includeâ 

multiple dimensions that were fluid and integrated. These dimensions merged to becorne a 

much broader pain than the sensation of "huit, "which could be endured as long as 

spintual integrity and dignity were maintained. 



CHAPTER 6 

Discussion 

Introduction 

In this chapter, the beyinning theoretical model which emerged fiorn the data will 

be discussed in light of the research questions proposed and the contribution of the study 

to existing t heory and to culturally sensitive are. Implications of the study will be 

discussed as it penains to the cultural perspectives of Ojibway persons on cancer and the 

pain of cancer. The implications that t h  bas For health professionals in general and 

nuning practice in parîicular, will be discussed. Recommendations for funher study will be 

presenr ed. 

The aims of this research were to: I ) describe and explain how cultural beliefs 

framed how Ojibway people, living on a reserve community, understood the illness 

experience of cancer and related pain and, 2) to describe differences andor similanties 

between Ojibway respondents and health professionals' explanations and perceptions of 

cancer and related pain. Although there is ample literature available on the measurement 

of cancer-related pain and the theoretical construct of pain, there was no literature which 

dalt ditecily with the Canadian Ojibway's cultural perspective on cancer pain. One study, 

which will be discussed later, was a Masters thesis by Hart-Waserkeesikaw's (19%) which 

examined Ojibway people's perspective on cancer. 

Given that health professionals are expected to provide a r e  for the growing 

number of First Nations people who are being hospitalized for cancer and other chronic 



167 

diseases (Young, 1989; 1994b). it becomes critical that hedth providers understand that 

cultural perspectives can play a critical role in how people understand and experience 

illness. It is also important for health professionals to recognize that they too have 

knowledge and beliefs which are equally entrencheâ in culture: a culture of  biomedicine 

(Kleinman, 1978). This influences their perspective on illness and in tum, iheir actions. 

Misinterpretations and misunderstandings are the unfonunate consequences of failing to 

recognize the differences in perspectives that are brought to b a r  on patienthue-giver 

interactions in the bio-medical context. This serves oniy to detract tiom the quality of the 

care that can be provided. The results o f  this study revealeâ the intricacies of  t he dynamics 

that create this potential. 

Denvation of a Cultural Model 

The beginning theory which emerged fkom this investigation delineated at a 

conceptual level the central unikng concept referred to as blocking. Blocking is an 

explanatory mode1 which explains the dynamic of  the interplay between culture and a 

dreaded disease cancer. enacted through the people who live them. Conceptuel models of 

the pain of cancer held by both Ojibway and health professionals evolved fiom the data 

and they demonstrated rnarkd differences. Qualitative differences of these two world- 

views in ternis of meaning and culturally sanctioned actions related to this illness. revealed 

contexts in which there was potential for a clash of belief systems. However. it was wit hin 

these same qualitatively defined contexts that a window o f  opponunity was revealed for 

the possible accommodation of bot h t hese belief systems, in the punuit o f  cult urally safe 



care for First Nations people. 

The findinys revealed that people can wgnitively understand and process 

knowledge about illness, drawing from cultural sources. It was revealed that the Ojibway 

respondents in the current study had a well-articulated cultural model of cancer. which 

was developed from culturally shared knowledge about a feared sickness referred to as 

"Manajoosh." The culturally acquired knowledge about this disease was gained from a 

nimber of sources in a particular cultural context. 

These results lend support the theoretical postulations of Keinman's ( 1978) on the 

concept o f  explanatory models. The conceptualization of cancer and the pain of cancer by 

the Ojibway persons in this study was a well articulated mode1 of a dreaded "sickness." 

Kleinman ( 1978). in his examination of the explanations people gave about illnesses, 

asserted that lay people have "explanatory models" (EM) which are "culturally 

constructed" (Kleinman, 1978, p. 254) and which enable them to generate statements 

about illness based on a specific system of knowledge and values. Further he purponed 

that: 

lllness is shaped by cultural factors goveming perception, labelling, explanation, 

and valuation o f  the discornforthg experience. . . . Because illness experience is an 

intimate pan o f  social systems o f  meaning and niles for behaviour, it is stronyly 

influenced by culture: it is  . . . culturally constructed (Kleinman, 1978. p. 252). 

The t heoretical construct o f  "explanatory models" (Kleinman, 1978) originating 

from the epistemological orientation of medical anthropology. was found to have a parallel 
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representation in cognitive psychology. Illness "schemata" (Bishop, Briede, Cavaszos. 

Grotzinger & McMahon, 1987. p. 2 1). "the scheme concept" (Fiske & Linville, 1980, p. 

543), "lay models of illness" (Robbins & Kirmayer, 199 1, p. 1029) and "common sense 

rnodels of  illness" (Meyer, Levent ha1 & Gutman, 1985% p. 1 1 5) are al1 terms in the 

psychological literature which according to Lau, Bernard, and Hartman ( 1989). are used 

to refer to the way in which "people think about or cognitively represent a disase*' 

(p. 1 95). They are the "cognitive structures" (p. 197) people have for illness. 

In the aforementioned studies it was show that people possessed lay 

understandings of the labels attached to disease, the murse of a given illness, the 

consequences and effects of the illness. the cause of the illness and the treatment or actions 

deemed necessary for treatment or recovery fiom illness. These quantitative studies 

focussed on proving the existence of these cognitive illness structures. Others argued as to 

the plausibility of a concept such as schema having legitimacy in psychology, given the 

pejorative statements made about it such as: "the scherna concept has been called mush, 

alien to social psychology and old wine" (Fiske & Linville, 1980, p. 553 ). In defence of 

the scherna notion. these authors suggested that : 

Corn parcd to the cognitive traditions whence it spning, schematic research uses far 

more interesting and realistic stimuli. Compared to social psychology, schema 

research posits more specific and plausible cognitive processes. Thus, t hc 

expenmental stimuli are king drawn increasingly from reelistic social domains, 

although the methods and questions are heavily cognitive" (p. 553). 
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There is therefore a grudging acceptance of the legitimacy o f  the schema concept 

in the annals of  psychology. However. the two disciplines. psychology and anthropology, 

share a common definition of the concept despite epistemoloyical differences in 

orientation. Its application in ant hropology as "explanatory models" as defined by 

Kleinman ( 1978). offers a useful fnunework for addressing problems that are confronted 

in the real world of the health-reci p i e d  healt h-provider encounter. W it hin the healt h care 

setting, doctors and nurses adhere to rigidly defined explanations about disease and 

pathology to the end that "disease, not illness, is the chef concem" (Kleinman, 1978, p. 

255). Since disease places humans in circumstances which present problematic issues that 

are not only physical but psychological, social and cultural. it is necessary to examine 

issues in health, drawing on theory evolving from thcse various disciplinary perspectives. 

Funher. it is in the cl inid arena that the most impressive argument for the utility of such 

constnicts as explanatory models and illness schemas can be made. 

Hence, this current investigation contributes to the knowledge base of both the 

discipline o f  cognitive psychology and medical anthropology as it supports the assertion 

thst people have "lay cognitive models" of disease (Meyer, Leventhal, & Gutmann. 1985, 

p. 116) and. that these cognitive representations o f  illness are culturally constructed 

(Kleinman. 1978). The explanatory models or schematic representations of illness 

emerging from the theoretical model in the current investigation were culturally 

constmcted by both Ojibway and hedth professionals. These models provided a specific 

way of conceptualizing, interpreting and attributing meaning to the experience of cancer 
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and related pain. 

However, it is imperative that the information gamered by biomedically oriented 

healthcare professionals on the culturally constructed explanatory models of patients, be 

used to construct culturally sensitive contexts that permit accommodation and respect for 

culturally diverse groups. lf as Katon and Kleinman ( 1  98 1)  suggested, patients' 

explanatory models are elicited to provide the medical health professional an opportunity 

for "negotiation" of a "therapeutic" encounter as defined by these authors, then this 

becomes problematic. One of the stages of this process requires that "the patient will 

respond to the doctor's explanaiions by shifting his or her explanatory model of illness 

towards the physician's model, and thus making a working alliance possible" ( Katon & 

Kleinman, 198 1, p. 103). This form of negotiation is aptly suggested by Scheper-Hughes 

(1990) to represent a form of manipulation and serves no usefùl purpose but to perpetuate 

patemalist medico-cent ric views. 

What this current research points out emphatically is that the culturally constructed 

models of illness held by patients are r d  and powerful. They are tenaciously adhered to, 

even in the face of what would appear to be glaring contradictions if evaluated From a 

biomedical perspective. It is highly unlikely that trying to change deeply ingrained cultunl 

beliefs such as those which constitute blocking is a possible or even usefùl enterprise. 

Using the met hodology of et hnohistory, Villamuel and Ortiz de Montellano ( 19%) traced 

the historical entrenchment of cultural meanings and expressions of pain by 

Mesoamencans fiom ancient times to the present. Interestingly, the researchers were able 



to trace vestiges of ancient Mesoamerican beliefs associated with pain in contemporary 

Mesoarnerican cultures. There i s  g o 4  evidence t hat t hese beliefs are enduring and serve a 

special hnction in specific cultures. 

It would seem logical to infer that understanding and more importantly, 

recognizing the value of these cultural models which drive seemingly paradoxical actions, 

is critical to affecting any kind of viable and credible avenues for positive influences in 

prevention, promotion or management of this disease by bio-medicine. Rather than 

atternpting to change them, more wnstnictive efforts are possible. Bottofl, Bhagat, 

Grewal. Balneaves and Clarke (1999) in a study o f  South Asian women's beliefs around 

breast cancer suggested that many o f  these beliefs held influenced these wornen's 

orientation to and participation in breast health practices. A more usehl instruction to 

health professionals ofRered by these authors was that "while it is important to provide 

women with accurate information, it is  also important not to undennine personally 

coherent explanations of disease that provide a foundation for coping and self-care!" (p. 

26). Hence useful strategies such as building on cultural beliefs rather ihan negating them 

or atternpting to change them to a biomedical cultural belief systems, as suggested in 

Katon and Kleinman's (198 1) approach, would seem to be a more constructive approach. 

Pain: A Multidimensional Construct 

The research findings in this study support the postulations espoused by Melzack 

and Wall's (1965) seminal work on the Gate Control theory of pain. In this theory he 

concluded that pain was not a unidimensional construct but that it was multidimensional. 
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From this basis a comprehensive measurement tool, consisting o f  several word 

descriptors, was designed to tap the sensory-discdminative. affective-motivational and 

cognitive-evaluative dimensions o f  pain (Melzack & Torgerso~ 197 1 ). The study reponed 

here demonstrated a qualitative explanation o f  the dimensionality of pain, wbstantiating 

support for those dimensions outlined in Melzack and Torgerson's (1 97 1) theory. 

The results of  the current study underscore the major tenets of the Gate Control 

Theory (Melzack & Wall, 1965) in pointing out how lack of attention to dimensions o f  

pain has the potential to result in ineffective pain control. The clinical relevance o f  these 

theoretical underpinnings were demonstrated in this current study and has implications for 

how h d t h  Gare professionals approach the critical assessment that is necessiuy before 

approaching treatment for cancer pain. Bruera and Lawlor (1997). in a paper on cancer 

pain management asserted that there is need for "Disciplined assessment of patients 

before proceeding to treatment" (p. 146). Further, these authors offered that : 

the approach of the pain cornplaint as a unidimensional construct tSequently 

results in opioid dose escalation with increased toxicity and poor response. m e r  a 

multidimensional assessment, it can becorne apparent that sevenl other masures 

are necessary for adequate analgesia (Bruera & Lawlor, 1997, p. 147). 

Despite the major advances in pain control treatments currently available for cancer pain, 

pain continues to be a major problem in cancer (Vainio et al.. 1996). The reason seems to 

lie in the unidimensional focus on the physical sensation o f  pain in both assessment and 

treatment o f  cancer pain. The results of  the study reponed herein lend support to the need 
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for attention to the multidimensionality of cancer pain in approaches to pain management. 

Blocking: Parallels in Emer~ing Theones on Disclosure 

The core concept which integrated al1 of the themes and subcategories emerging 

from the data in this investigation was "blocking." I t  explained and descnbed how silence 

around the topic of cancer and related pain fùnctioned to protect from the exposure to the 

harm of a Me-threatening disease and in maintaining an important connectedness to family 

and core cultural and spiritual values. In this stud y the experiences of cancer and related 

pain were intenvoven with painfùl life events revealing important ways in which these life 

expenences influenced qibway people. Blocking explained how culturally constmcted 

realities can ameliorate the effects of perceivecl hann; that these realities are very powerful 

and account for seeminyly paradoxical behaviour from the viewpoint of the outsider. 

The results of this study on cancer and cancer pain in an Ojibway community is 

supponed by the themes addressing the silence surrounding the patient with cancer which 

was revealed in a Master's thesis on cancer in several First Nations communities (Hart- 

Waserkeesikaw, 1996). Although focused more on the heeling practices and the relevance 

of the Medicine Wheel in guidance and heaiing journeys, both of these studies 

independently identified First Nations peoples' perspective on cancer as a fonign disease. 

In the cment study the data was interpreted to reveal the disease as "an alien disecise" 

which was "alienating" and caused "alienation Rom family, community and core cultural 

and spkitual values" as i t  necessitatecl people leaving their communities to access health 

institutions. Hart-Waserkeesikaw ( 19%) referred to this thematically as ". . .The stranger 
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tùnher explained that "language does not merely describe reality, language shapes reality" 

(Carrese & Rhodes, 1995, p. 826). The similar findinys noted in their study underscore the 

importance of acknowledging that we live in a pluralistic society and that there is  good 

evidence that communities of people bnng to the healthcare encounter a belief system that 

is distinctly different from that held by biomedicine. To discount this or to stereotype al1 

indigenous people as adhenng to the same beliefs system is  to perpetuate the 

umcwmmodating climate that, according to participants in the current study, is typical of 

heslth institutions today. 

The results of the cuvent study extends the recently emerging t heories on 

disclosure and concealment practices around the disease cancer which are reported in 

other parts of the world and with various cultures (Good. Munakata, Kobayshi, Mattingly 

& Good. 1994; Gordon, 1994; Gordon & Paci, 1997; Mitchell. 1998; Muller & Desmond, 

1992). These emerging theories show remarkable parallels to the theoretical model of  

blocking in the current research. The feature that these research enterprises have in 

common with the present study is that they al1 describe non-disclosure practices around 

cancer. This Gordon and Paci (1997) aptly describe as "a world o f  secrets and silences; of 

cultivated vagueness." (p. 1433). These non-disclosun practices al1 arise out of  the need 

to "protect" fi om the reality of the dreaded disease cancer and to constmct a less 

ihreatening reality by closing otfcommunication. As well, al1 o f  these studies of non- 

disclowre around cancer point out that this is a shared silent agreement among the 

panicipants which is  embedded in cultural dictates. Finally, the studies al1 have in common 
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the fact that non-disclowre practices are tenaciously adherd to. 

Gordon and Paci's ( 1997) description of  concealment in non-disclosure practices 

of people in Tuscany. ltaly alrnost directly parallel those of the Ojibway people in this 

Canadian study. The following statement by the authors demonstrates this: 

Everybody knows the other knows, but nobody says anything. ln this context. non- 

disdosure is not experienced by the patient as a 'lie' or a 'conspiracy of silence.' 

On the contreiy, the family and the patient enact it as a moral duty, a very engaged 

way to help each other, to support someone they love through this threatening 

story. The responsibility o f  the burden is shared. The players continuously reassure 

themselves that the main actor is playing herhis role, unaware of herhis destiny 

(p. 1 444). 

These parallels with the theoretical model blocking, offers some degree of  confirmation o f  

the explanatory power of the concept. That is, according to Strauss and Corbin (1998, p. 

267). "the ability to explain what might happen in given situations such as and stigma, 

chronic illness or closed awareness." These findings also extend our understanding of the 

issues that present for people wnfionting the illness cancer. 

In Tuscany, non-disdosure practices were camecl out not only by patients and 

their family members, but also by biomedical health professionals (physicians and nurses) 

and their patients (Gordon & Paci, 1997). What was particularly interesting about this 

study was that it examined the narratives of  health professionals and patients conceming 

provision o f  information about a diagnosis of cancer, at a time in history when doctrines 
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fiom the United States (such as patients' rights to information, changing medical et hic 

codes and better communication practices between patient and physician) were noted to 

be causing signs of change. I t  was noted that despite a number of younger people arguing 

for their right to be told of their diagnosis of cancer, when a family member or they were 

actudly diagnosed, the silencing and concealment o f  this information was enacted. 

Since rnany older physicians believed in not disclosing terminal diagnosis and some 

patients felt that their rights were k i n g  Molated by not having access to this information, 

conflicts and tensions inevitably arose. The clinical arena became the setting where conflict 

and tensions were played out by people with varying disclosure practices. Interestingly, 

people continued to tenaciously adhere to the non-dixlosure practices of the past despite 

the larger social changes enwuraging them not to do so. 

Similarly, in a case study analysis by Muller and Desmond (1 992). we are 

introduced to the situation where issues of  non-disclosure further complicate a situation 

where culture and language difierence already presented tensions and strains in the clinical 

encounter. In  this study, ethicd dilemmas emergd in a cultural context when Amencan 

physicians atternpted to provide care for a Chinese patient who w u  in the terminal stage 

of cancer. Given her poor prognosis, issues of continuing active treatment, of foregoing 

emergency rescue approaches, and of even infonning the patient o f  the seriousness of the 

condition became very complicateâ. The Amencan physician's actions to inform about 

these issues were driven bv his belief that ethically, patients were to be provided 

information about their diagnosis and treatment course and that active treatment was not 
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recommended at an advance stage of cancer with a poor prognosis. These beliefs clashed 

with the Chinese patient's and family's cultural beliefs that dirlosure on such matters. and 

discussion on plans to discontinue active treatment would be tantamount to a death 

sentence. This conflict escalated to the point of accusations on the part o f  the Chinese 

patient's family of inadequate m e  of their relative. racism and threats of litigation against 

the physicians. 

Herein lies the dynarnics that constitute conflict and discontent with care in the 

clinical arena: the reality that the dominant biomedical mode1 of what is correct, ethical 

and important in health care is  the only legitimate viewpoint fiom which to evaluate 

clinical problems. In a culturally diverse society health care professionals musc not ignore 

the fact that people hold altemate models for explaining what is ethical and important and, 

that these are grounded in cultural dictates. These altemate models should be recognized 

to be of equal value in defining what is ethical and important in heaith care. ûtherwise, the 

very tenets upon which the medical standards of ethical care were based is put in perd. 

More important. the failure to recognke alternate cultural models has the potential to 

create health care contexts that are filled with wnflict and a sense o f  dis-ease. 

Situations such as this demand a completely different perspective from which to 

consider the importance oFcultural orientation in the clinical encounier. I r  is not merely 

that health professionals should recognize cultural differences in patients. but that t hey 

should be aware of the critical issues which might be of cultural significance to patients 

and families who are dealing with a life threatening illness wch as cancer. Emerging 
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theories on non-disclosure observed al1 over the world attest to its relevance as a cntical 

issue to be considerd in cancer are, especially when dealing with patients of different 

cultural orientations. Moreover. the discovery of blocking, an extension of t hese emerging 

disclosure theories demonstratecl in an Ojibway cornrnunity, has critical implications for 

how heahh care professionals in the Canadian context address the issue of culturally safe 

care for First Nations patients with cancer. 

The issue for health care providers t h  becornes one of ensuring that they secure 

knowledp about issues of disclosure in culturally vaned societies and that they recognke 

that cultural perspectives held by patients need to be evaluated with equal legitimacy as is 

atiorded the biomedical perspective. This should not however be interpreted as a 

qualification to expect that al1 persons of a specific cultural orientation will have disclosure 

problems with respect to cancer. However, using the information gathered on disclosure in 

this and othei studies earlier discussed, in an effective way, will demand that the health 

care provider refocus hislher approach fiom one of anticipating stereotypical behaviours 

of members of a panicular cultural group, to one of discovenng pertinent cultural 

information which will enable them to help patients feel safc and well cared for. 

lm~licstions of the Study 

Unfortunately, according to Mulholland ( 1995). the nursing profession prefers to 

ignore the fact that the clinical arena is  fraught with situations which create conflict and 

discontentment. This author suggests that nursing clings tenaciously to the humanist 

orientation and brackets out the reality of  the clinical setting as this "avoids having to get 
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one's hands dirty with the social realities of conflict. . . .Humanhm appeals to nursing 

because of it s idealism because of its ' sugar coating of ambiguity "' (p. 443). Hence, she 

argues that nursing will have difficulty in refocusing its position on cultural care fiom the 

one it is presently groundeci in: one with profound limitations such as that purported by 

transcultural nursing models. These transcultural models suggest that cultural sensitivity to 

difFerences in cultural orientation is the way of improving care for culturally diverse 

populations. However, Mulholland (1995) argueâ that these models fail to recognize the 

realities of  racism, conflict and tension in the clinical arena and power imbalances that 

creat e t hem. 

What is now being calleâ "Cultural safety: a new concept in nursing people of 

different ethnicities." (Polaschek, 1998, p. 452). grew out of an endeavor on the part of 

Maori nurses in New Zedand to analyse nursing practice from the perspective of the 

indigenous minority people in that country. They emphatically denounced 'cultural 

sensitivity' as having anything to do with cultural safkty as it is thought to be: 

a social construction of the dominant white group. . . .Although the 

transculturd view approaches other cultures with respect, it does not recopize 

thst no health care interaction is ever simply objective. Rather, the nurse always 

operates from herfhis own cultural mind set which influences how shehe relates to 

those shehe cares for. . . . It ignores differences in power arnong various ethnic 

groups which affect their lives in a society, manifested ultimately in racism (p. 

453). 
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The concept of cultural safety has particular relevance to the current research 

findings in an Ojibway commu~ty. In Ramsden's (1990) report on cultural safety, she 

noted that "Moari people perceived the health care service alien and not meeting our 

ne& in service, treatment, or attitude. It is culturally unsafe. A dangerous place to be" (p. 

18). A remarkable parallel is seen between the statements made by the Maon and the 

descriptions given about the hospital in the current study of  Ojibway people. As noted in 

the theoretical model of blocking. certain contents were described in which blocking was 

triggered. One of those contexts was the hospital setting. I t  was seen by the Ojibway 

participants be a source of alienation fiom that which was culturally and spiritually 

meaningful and it imposwi an unaccommodating climate. I t  is not difficult to conclude 

fiom the descriptions offered by the Ojibway people who took pan in this study, that the 

hospital setting for them was a dangerous place to be. 

The courageous stance taken by the Maori of New Zeaiand in changing the 

orientation on transcultural care to one of cultural safety i s  a challenge thai has profound 

possibilities for improving the approach to health care for people of minority cultures. The 

following definition of cultural d e t y  could offer a usefùl fremework within which 

Ojibway people could fccl safe in biomedical hospital settings. 

Cultural safetv is about power relationships in nursing service delivery. It is about 

setting up systems which enable the less powerful to genuinely monitor the 

attitudes and service of the powerful, to comment with safety and ultimately to 

create usefil and positive change which can be of benefit to nursing and the people 



we senc (Polaschek, 1998, p. 453-454). 

From the perspective o f  cultural safety as defined by the Maori. cultural safety 

addresses the power relationships between the health care provider who provides a service 

and the recipient of that service. I t  empowers the users of that service to express their 

feelings of k i n g  at risk or their feelings of safety. Accordhg to Papps and Ran~sden 

(19%). "sorneone who feels unsafe will not be able to take full advantage of the primary 

hedth Gare ofered and may therefore, avoid the service until drmaiic and expensive 

xcondary or tertiary intervention is required" (p. 494). There is  a direct parallel between 

what was demonstrated as the consequenees of  blocking in the current study on Ojibway 

people and what i s  suggesteâ in Papps and Ramsden's( 19%) statement about the 

consequences of not providing cultural safety for culturdly diverse populations. 

The findings in the current study therefore extend our knowledge about what 

creates a context of felt risk to cultural safay as noted in the Ojibway people's response to 

their experiences in h d t h  care institutions. They also have implications, from the 

perspective of cultural d e t y ,  for a more relevant perspective fiom which to approach the 

care of  rninority cultural groups in hospitals. A more relevant perspective would 

neccssarily invdve using the information gathered around the contexts that trigger 

blocking identifieci in this study, and construa contexts that accommodate and build on 

the cultural beliefs held rather than trying to negate or change them. 

Limitations and Recommendations For Furt her Research 

This qualitative study of pain in the context o f  the disease cancer, as expenenced 
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by Ojibway people in a reserve setting, revealed the existence of a b n n i n g  theoretical 

model which explained how these people undemtood and experienced this illness. There 

was descriptive data which demonstrated that people in this community used culturally 

pattemed knowledge to construct an explanatory model or illness schema of the pain of 

cancer and that ihis was qualitatively different tiom the model used by health 

professionals. There is  no doubt that the findings show that cultural knowledge frarned 

these Ojibway respondents' conceptuaîization of cancer and its pain and t hat there is nch 

description of the intricacies of the cultural construction of  these conceptualizations. 

Coup ( 1996). Polaschek ( 1998) and Ramsden ( 1990) in their discussions about the 

great need for a new approach to nursing care of p«sons o f  different cultural orientation, 

introduced the notion of  power imbalances between dominant and minority groups. They 

questioned whet her it could be possible for adequate and safe health care to be 

administered to minority groups without examination of the broader social context in 

which much of the power imbalances arose. Ramsden (1 990) argued that the individuals 

seen in a health care context ultimately belong to a social group. If that social group 

happwis to be one which is disadvantaged socidly, rscially discriminatecl against and have 

little social power in the larger society. then it i s  inevitable that the un these people 

raeive in the health c u e  system will reflect the position t h y  hold in the larger society. 

Hence, to hlly understand the realities of minonty cultures and have any impact on 

creating culturally safe places in health care settings, the researcher neeûs to examine the 

power imbalances and the cultural biases t hat exist in the larger society . 
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A limitation of the current study is that the impact of power imbalances and 

description of the broader social context was not examined in this research effort. Strauss 

and Corôin (1998) in their explanation of developing grounded theory suggested that 

"micro conditions ofien have their ongins in macro conditions and when appropriate, the 

analysis shouM trace the relationship between these" (p. 185). They continued to explain, 

using an example of their research, that if the notion of larger global context cornes up 

during the interview, then f ù n k  questioning in that direction should be pursued. It 

should. however not "take the researcher off course and change the focus of the study 

from a micro to a macro one" (Strauss & Corbin. 1998, p. 185). 

Explainhg the social or macro conditions under which a minonty culture is  Mewed 

and the power imbalances that impact them and their care providen in the hospital setting 

could be a possible fùrther research projeci. I t  was beyond the scope of the current 

reseorch project . Explanations of what cultural safety means to Ojibway persons cwld be 

examined at the macro level and could be compared with health care professionals 

explanations on the subject. A more fessible approach would be to use an approach such 

as that used by Gordon and Paci (1997, p. 1433) where they used a survey questionnaire 

const ructed fiom the et hnographic studies mnducted in earlier research. Using car 

audies fiom the previous ethnographie studies, they examineci the cultural narrative "to 

capture the types of stones people live in or are tying to construct . . . the 'cultural' refers 

to societal, meta-narratives of broad and deep cultural influence." The qualitative findings 

of the current research could be used to construct the survey so that the questions are 
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grounded in research findings rather than on a priori assumptions. 

Funher research of this type is important because. as Kimiayer, Young and 

Robbins ( 1994) advised : 

Every diagnosis or explanation has sociomoral implications that are oAen more 

significant than i ts  scientific accuracy in determining clinical outcome. This points 

to the need to examine practitioners' attributions as well as those of patients since 

both are products of particulor cultural beliefs and practices in specific social 

contexts (p. 592). 

Conclusion 

In conclusion, it should be noted that a higher value should be placed on the 

legitimacy of  the nch source of knowledge that can be gamered from the cultural models 

patients hold. To continue to use the biomedical paradigm as the only legitimate source o f  

instmction for those actions deemed appropriate and relevant to the care of the sick, and 

to ignore the codia that results fiom the imbalances in power that exists in the clinical 

settirtg is to seriously limit the capacity to improve the care health professionals provide 

io culturally diverse groups. For, as Kinnayer, Young and Robbins ( 1994) so aptly 

pointed out: 

the tremendous ethnic diversity of  Canadian soeiety today makes the study o f  

cultural differences a matter of  urgent practical importance. Patients have a wide 

range of explanations available to them that guide their pattern of resort to health 

care and t heir response to specific clinical interventions. . . Therefore, culturally 
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sensitive intewentions must not simply respect local modes of explanation but 

appreciate their social implications. (p. 592). 
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Summaiy o f  Findings 

There was evidence of "blocking," an 'in vivo' code. represented et some point in 

the interviews camed out on the subject of cancer and related pain. The inhereni 

properties of blocking were characterized as a dynamic tension that swuny between 

becoming "open" or "closed" to the vulnerability brought about by the "foreign" intrusion 

of this "white man's disease." Hence. blocking was driven by strongly held beliefs about 

the consequences of taking action to "open" or "close" awareness or acknowleâgment of 

the reality of  the disease cancer. Embedded in the bdiefs that drove those actions to open 

or close discourse on this subject were the themes o f  fear of exposure vs. protection; and 

alienation vs. connection to wre cultural values. Blocking was the operating rnodality 

used by respondents to cxplain a) the response Qf the disease itself b) the response p the 

disease c) the response of those afflicted with the disease & each other, relatives and 

community mcmbers and d) the response & seeking or not seeking help. 

The extent to which a patient or care-giver relative chose to adopt the "open" 

dimension of blocking was associated with the degree to which that person felt penonally 

vulnerable to exposure to h m  and alienation fiom core cultural values. Conversely, 

adoption o f  the "closed" dimension of blocking was associated with the degree to which 

that person felt less personally vulnerable and protected fiom harm and maintained 

co~ection to core cultural values. Therefore. the properties of blocking ranged f h m  the 

extreme o f  not disclosing the suspicions that one had the disease to anyone (Le., close 

relatives. cornmunit y members. cultural healers or physicians); to partial blocking 
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characterized by speaking indirectly about it to a close relative who would have to "pick 

up on the message, disclosing only to a cbse relative (but to no one elr), disclosing only 

to a close relative. physician andor healer (ofien after the disease was too far advanceâ) 

and withholding disclosure fiom community members. Un-blocking was charactenzed by 

openine discussion on the subject o f  cancer by are-@ver relatives d e r  having 

experienced the devastrting effects of blocking. 

Enpging in blocking bs the potenrial for dire consequences when dealing with an 

illness such as cancer and related pain. Given the rapid and insidious progression of the 

disease cancer. and the inevitable escalation o f  cancer-related pain to severe lcvels if not 

controlled. early detection and treatmenc are the recommended course o f  action extolled 

by the biomedical establishment. However, it was clear from the data that what was 

perceived by these Ojibway patients and are-giver relatives as a way of protecting 

themselves fiom h m  (i.e., "blocking") was completely antithetical to the perceptions o f  

'protection fiom h m '  held by the biomedical establishment. The reason for this contrast 

in perspectives became clear on examination o f  the cuiturally held beliefs of these Ojibway 

respondents on the meaning attributeû to the word "cancer" and "the pain of cancer." 

There were three salient contents in which this blocking posture was triggered. I t  

could be triggerd by I ) the situation of affixing the name cancer to the illness state o f  a 

person or relative 2) the situation of k i ng  hospitalized and 3) the situation of death of a 

relative and the impact of that on spiritual integnty. 

The meaning of the word cancer in the Ojibway language conjured up 
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images of being eaten alive (Manajoosh - "a wonn eating away at your insides"). An 

"invasion" was the term used by a respondent to describe cancer when attempting to 

compare it to other diseases. Many respondents admitted to the actual naming of this 

disease in the Ojibway language. However. others said, as did this healedelder: "in my 

language there is no term for cancer." Al1 respondents perceived it as having been 

imposed upon them: as "white man's disease." Thgr couched their rationale for this belief 

in the rnany abuses they had observed by way of pollution of their land, their water and 

their medicines. All respondents perceived it as "'Foreign' to our people," and "killing" our 

people. Hence, the disease itself was perceived as alien to them and as having been 

imposed upon them by the contaminating effects of the larger mainstream society. 

Therefore, assuming a posture of blocking served as a type of protection against exposure 

to an invasion by this disease. 

Not only was the disease alien, but its effects necessitateâ fun her alienation as one 

entered the medical system. Both patients and care-giver relatives embarked on a litany of 

physical, socid, cultural and spiritual necessities Iiom which they felt "cut off 'when 

entering the hospitalization pend. The hospitd, as opposed to home, was a major source 

of alienation fiom bot h t heir source of strengt h and al1 that was rneaninghil to them 

culturally, so that those who had actually been hospitalized dreaded having to be there. 

Those who had observed a close relative in the hospital situation spoke of anticipating this 

alienation. Hence. patients oflen requested to leave the hospital before it was appropriate 

to do so. signing t hemselves out of hospital before completing the required time as 
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dictated by the doctor and oflen failing to keep appointments. 

Anot her context at which blocking facilitated the 'closing' o f f  from others (i.e., 

everyone: relatives. fiiends and community) was the point o f  death o f  the patient. The 

specific elements triggering blocking at this time were described as a feeling o f  alienation 

both fiom the deceased and most important, fiom the conneciion with one's source of 

arength: the Creator. ln the situation where a family member retumed to their cultural 

rituals, ceremonies and beliefs in the power o f  the Creator in an effort to prevent the death 

ofa family member, a severe sense of loss of faith was report4 to ensue upon the death of 

the patient. Mot hers reponed that ever since the death, t hey obswved their adult children 

"tuming away" from the traditional ways. and becoming involved in the abuse of alcohol 

and drugs. Siblings reported similar situations with young adults in the family. and eiders 

lamenteû the plight off "our young people." Hence, alienation fiom the deceased through 

death led to a feeling of alienation from core cultural values and triggered a most extreme 

form of  blocking. 

Blocking, although predominantly the posture adopted when deahg with cancer 

and related pain among these Ojibway people, did not account for the responses of ail 

patients and are-@ver relatives. Conditions which triggered a change in blocking to one 

of "Un-blocking" were evident in t hose patients who had surviveci the cancer expenence 

and those are-giver relatives who had experienced the detrimental effects o f  "blocking." 

The tngger for Un-blocking was revealed to have ôeen based on 1) insight gained fiom 

having witnessed the devastating consequences of blocking and 2) leaming fiom 
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experience. The consequences of blocking which had the impact o f  causing a change to 

Un-blocking was a) loss of  time and b) loss o f  support. Witnessing the suffering o f  a loved 

one. who succumbed to the ravages of this illness instillai in thesc care-giver relatives a 

determination to prevent the same thing from happening to t hemselves or t heir children. 

Un-blocking, however, was not a static state. l t  was articulated at a cognitive level by 

both some s u ~ v o r s  of cancer and care-giver relatives. However, there was evidence of 

reverting to a blocking posture by patients, uniike cm-givers. when faced with actually 

taking action to un-block. 

The pain of cancer was conceptualizeâ as embedded in the cancer illness 

experience. Respondents would invariably present their perceptions and understanding of 

the illness cancer as inseparable fiom the pain o f  cancer and in turn, the pain of cancer as 

inseparable fiom the pain o f  life. In short, pain meant the cancer experience and the 

cancer experience epitomized that which was most painhl in life. This puvling 

interweaving of cancer and related pain with the pain of life was elucidated in this 

statement by one o f  the respondents, a healer. "If you are going to understand this 

sickness then we have to understand life." The pain of cancer for the cancer patient was 

rot only conceptualizeâ as a hun, at the kvel of a sensation, but reached into the recesses 

of deep psychological, social and spiritual anguish. Horrific stories o f  the pain endured in 

the context o f  physical, sexual and social abuse as a people. was the discourse embarked 

upon when care-giver relatives were asked to describe their observations of a close 

relative with cancer related pain. These stones were infùsed with themes of helplessness. 
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hopelessness and loss; o f  having to endure; and o f  having to make cruel choices. Thex 

respondent s also acknowledged an element o f  contagion (sympat hy pain) and intuition as 

representing a feature encountered in the pain o f  cancer. Both patients and are-giver 

relatives attributed meaning to the pain of cancer. 

A blocking posture again was also evident in responses to pain. Again, blocking 

presented as a way of managing the pain of cancer, and an attempt to protect rather than 

expose one's vulnerability; and to maintain connections rather than alienate them. Worst 

of all, they endured the pain until it was so severe that the only option lefi to them was re- 

entry to hospital. Blocking bought them some time. The predominant statements used by 

patients to describe how they rnanaged pain was "1 wait," "1 try to ignore it" and '1 block 

it out" until unable to maintain this. Again. the dynamic of remaining 'closed' rather than 

'open' about one's condition was used as a protection against having to endure the 

anticipated alienation of hospitalization. Pain could be endured: alienation could not be. 

Interestingly, it was alw revealed that health professionals had 

conceptualizations and approaches to pain relief which differed fiom that of the Ojibway 

respondents. Health professionais' view of cancer related pain was directly related to the 

site, type and stage of the disease. Although. similar to the Ojibway perspective. the word 

"terminal" was used io describe what the word cancer as a diagnosis meant. the pain o f  

cancer was conceptualized differently. and the focus of approach to control of cancer 

related pain was different. Health professionals reponed that pain was not evident in all 

cancers, unlike the Ojibway, who saw cancer as pain and pain as cancer and, in tum, the 
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pain of life embodying the pain of cancer. The health professionals identified a 

dirnensionality to  pain. However, due to access to medication and technology that could 

take the pain away. their fwsed  was on the physical dimension of the sensation o f  pain. 

However, a power struggle resulting fiom physicians havins independent control over 

type, dosage and frequency of medications, divided nurses and doctors on what 

constituted adequate pain wntrol. Their conceptualization of pain was therefore 

somewhat skewed toward the physical dimension of pain, resulting in a dimensiodity 

more resembling stratified layers than an integrated, fluid, dimensionality noted on 

Ojibway conceptualization o f  pain. 

In conclusion, the data revealed a beginning theoretical mode1 o f  how Ojibway 

people understand and respond to cancer and related pain. I t  revealed that cultural fiames 

structured this conceptualization of on illness experience. The explanatory models of 

Ojibway and health professionals were revealed to be different on several levels, with 

respect to meaning of cancer and conceptualization of cancer related pain. 
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aititied "An OJb~wy Cuftwol l%rspccrive tu, thr illncss Cancer und Relatcd Paini', we the 
undcr~ignrd, 1(~rre to gmt Diana Burkwcil pcdssion w lcscsr this Ojibwy commuriity and ro 
invite rnembvs of (hc canmunity who am i n ~ e d ,  ta voluntcn 10 pMicipate in rhc study. 
Pesons who mny be potcatial participants in the study will be able to &vc inforniution about 
h i 3  muiy through pasted Mtta infondon exhibitcd a thc H d î h  Unit or h m  thc 
prof'èssionds or the iaterpnter at the H d t h  Unit making chcm a- o f  the nsearch projcci. 

* -  - *  

We undcrnind that Diana Barkwtil is in&msted in inttwicwing persun5 who havc M cancer, 
those who live with (or h<Ne liwd wirh) a mlritive or loved one who har CM=, hose 410 havc 
Lwwledge of ilin- sucb m eldcnmtalcrs in the mmunity and h d t h  profcssioiials ac Ihe 
Heahh Unit WC haw r d  the cocwnt fonns and otha docummtit pcï<niniPg IO thc stuciy and 
undastruid the Diam Bsrhrrcfl. ihc nsearchu ia rhc pjcct ,  hm made it dur rtÿit participation 
in rhc pmject wiii bc d d y  voluntary wi& (he option to withdraw at any p i n t  of thc 
i~~estigscion, and h t  infomiatjon accxucd h m  those participahg in die mdy will be kept in 
saict confidence. 

On bthdf of the Fort Alexandm I Icalth Centre 
Roard of Directors: 
Chairman, Board of Dihcton 
Fart Alexander Hcdth Cenite 



Appendix C 

WCLUSION CRITERIA 
NORMATION FORM (NURSES) 



INCLUSION CRITERLA 

1. Adults ( 1  8 yrs. & over) 

2. Abonginal persons with bowledge of having the Uess cancer and related pain 

3.. Aboriginal Persons who live with (or have lived with) a relative who has cancer 

4. A borig inal Persons who are Healers/Elders in the community 

5. Persons who are health professionah at Heallh Cenvcs (on Reserve/adjoining community) 



+ SAMPLE INFORMATION FORM (EIURSES) 

My name is Dima Barhvell and 1 am a nunc who tuches nming on the Faculty of N ~ i n g ,  
University of Manitoba, and am complethg PD.  studies in the htttdisciplinary PhD. Rognm, 
University of Manitoba 1 WU be conducting a saidy entilled "An Ojibway cuitunl persptctive 
an caner m d  rdated piin" with the purpose of uploring the culaarl undenmdings tbPt 
Ojibway people on this resem have about the illnesJ cancer and nlued pain. I am i n m t e d  in 
having people who have canar and related p.in participacc in the sîudy. I wodd grcarly 
appreciate your help in a-ing these people. If you are aware of u i y  patients who might fit 
the study criteria posted in your front waiting m m ,  could you pl- dnw the norice to their 
attention, and ask tbem to contact the interpntu (name) if they a~ u ail inmtsttd in 
participating Li the saidy. Shouid you have any questions, 1 can be contacted at (204) 474-7452. 
Be a m  that you have no obligation to do W. Refusai to Mono patients of this sîudy will not 
in any way affect your job or any aspect of your lh.  llmk p u  so vay modi for your time and 
help in this project. ' ibis rcsureh project hs bccn appmved by the Ethiad Revitw 



Appendix D 

SAMPLE CONSENT FORM (PATIENT) 
SAMPLE CONSENT FORM (COMMUNITY MEMBER) 

S AMPLE CONSENT FORM (HE ALTH PROFESSION AL) 



%AMPLE WRITTEN CONSENT FORM (Patient) 

You are invited to participate in a face-to-face interview for the research snidy entiiled "An 
Ojibway cultural pempective on cancer and reiatd pain". 'lhis study iF conducted by Diana 
Barkwell R.N.. M.N.. a PhD candidate. interdisciphary Program. and lecturer. Faculty of 
Nursing. University of Manitoba. The purpose of this research pmjcct is t explore whelher 
culture plays a part in how Ojibway people experience. undentand and seek healingltreatment 
when dealing with cancer and nlaied pain, and how chis compares with h d t h  professionais' 
views. Information about the study will be on display ai the Health Unit and to the health 
professionals working there. who may draw your attention to the study. nie investigaior will not 
at any time personally access or see your rnedical ncords. Answering Le interview questions 
rneans that you have agreed to take pan in the study. You do not have to rake part in ihis study. 
Refusal to do so wiil have no effect on any aspect of your Me or healih care. included in this 
research project will be penons like yourself. who have the illness cancer. persons who are a 
farniiy member or signifcant other living with (or has lived with) someone who has cancer. 
peaons who are EIders/Healers ui the community and rnedical health care professionals. The 
Ethical Review Committee of ihe Faculty of Nursing bas approved this research projecr 

The interview wiil be carried out by Diana Barlmell and by an Ojibway speaktng interpreter. 
This  will allow you the choice to answer questions in eirher the Ojibway or English language. 
The questions asked will involve sharùig whai this illness expenence has been like for you. your 
beliefs about what cancer and related pain means to you. what you h o w  about bis illness and 
the healing/treaunent approaches required to help people deal with i t  The interview should lui 
no longer than one hour. It will be cape recorded and al1 tapes will be typed. You may be 
contacted a second time only if clmcation of your answers is nquind. Those tapes done in the 
Ojibway language will be translaced to English by an Ojibway spealwig inierpreier who has 
consented to the requirements for confidentiahty. Al1 of the information given wiil be treated 
confidentially and vdnscrikd data only accessed by researcher and her PhD. Committee 
members. Your name or the name of any one participating in the study. w i l  not be used on any 
documents, ~ranscnpcs. reports or future publications. No specific details will be released that 
could in any way idcntify you. Al1 capes and cranscripts will be secunly locked during and after 
completion of the study and kept for seven to icn yean befon k i n g  desuoyed. 

You have had a chance to have al1 of your questions answered. Should you have any further 
questions at any t h e  please feel free to ask them. There are no benefiu to you personally for 
k i n g  part of this study, but the ruidings may help health can profesionals to bettes undersiand 
the cultunl ways of understanding anddealing with h e  illness experience of cancer and related 
pain wbich could lead to more culturaily sensitive health cue. By taking pan in this study you 
may expnence sorne emotional feelings due to the sensitive nature of the iopic. You c m  refuse 
to answer any question a[ any point during ihe interview. or ask üat the tape recorder bc iumed 
off. or withdraw from the siudy. If you so choose, r copy of ihe findings will be seni io you 
when the study is cornpleted. Mernbers of the PhD. Cornmittee an lisicd hclow for your 
information. Contact Diana Barkwell ai 474-9162, Faculty of Nuning. University oi' Manitoba. 
Your signature on che attached page indicaies only ihai you will hkc part in ihc siudy. 



Your panicipation in this study would be greatiy appmiated. Thank you. 

1 agree to cake part in this study. 

Your signature Date 

Intemiewer signature Date 

PhD. niesis Commitiee: Dr. Lesley Degner (Chair), Dr. William Koolage and Dr. Michael 
Thomas. Deparunent of Graduate S tudies. In terdisciplinary PhD. Program. Univeai  ty of 
Manitoba 



*SA MPLE WRI'ITEN CONSENT FORM (COMMUMTY MEMBER) 

You an invited to participaie in a face-CO-face interview for the nsearch study entitled "An 
Ojibway cultural penpective on cancer and relatd pain". This study is conducted by Diana 
Barlove11 R.N., MN., a PhD candidate. interdisciplinary Prognm, and lecturer, Faculty of 
Nursing, University of Manitoba. The purpose of ihis research project is to explore wheiher 
culture plays a part in how Ojibway people experienu. understand and seek healing/treatmeni 
when dealing with cancer and related pain. and how this cornpans with health professionals' 
views. Answering the interview questions means that you have agned  to take pan in the study. 
You do not have to take pan in this study. Refusal to do so will have no effect on any aspect of 
your life or health cm. Included in this research project will be persons who have the illness 
cancer. persons who are a famiiy member or  significant other living with (or has lived with) 
someone who has cancer, pesons  who are EldersRlealers in Ihe cornmunity and medical heaitli 
care professionals. The Ethical Review Committee of the Faculty of Nursing, University of 
Manitoba. has approved chis research projecr 

The interview will be c m e d  out by Diana BarkweU and by an Ojibway spcaking interpreter. 
This will allow you the choice to answer questions in either the Ojibway or English language. 
The questions asked WU involve sharing beliefs about what cancer and related pain means to 
you. what you know about this Unes and the ueauneniniealing approaches requked to help 
people deal with it. The interview should last no longer than one hour. It WU be tape recorded 
and all tapes wül be typed. You may be contacted a second time only if clarification of your 
answers is required. Those tapes done in the Ojibway language will be translated to English by 
an Ojibway speaking interpnter who has conrnted to the rcquiremenu for confidentiality. Al1 
of the information given will bc treated confidentially and transcnbed data only accesscd by 
researcher and her PhD. Cornmittee members. Your name or the name of my panicipant in the 
study. w i l  not be used on any documents, transcripu, reports or future publications. No specific 
detaiis will be released that could in any way identify you. Al1 tapes and üanscripts will be 
securely locked during and after completion of the study and kept for seven to (en years before 
being desuoyed. 

You have had a chance to have al1 of your questions answered. Should you have any further 
questions at any tirne pleare feei free to ask them. There are no benefiu to you personally for 
k i n g  pan of rhis study, but the findings may help health care professionals io better understand 
the cultural ways of understanding and du l ing  wilh the i l lnw experience of cancer and related 
pain which could lead to mon culturally sensitive healrh care. You can refuse to answer any 
question at any point dunng the interview. or ask that the iape recorder be tumed off, or 
withdraw from the study. If you so choose. a copy of the findings will be sent to you when the 
study is completed. Members of the PhD. Committee are lisred below for your information. 
Contact Diana Barkwell at  474-9 162, Faculty of Nursing. University of Manitoba. Your signature 
below indicates only ihat you will iake pan in the study. 
Your participation in this study would be grcatly appreciaied. Thank you. 

1 agree io iake pan in lhis smdy. 

Your signaturc Date 

lntervicwer signature Date 

PhD. Thesis Committee: Dr. Lsley Degner (Chair), Dr. William Koolage and Dr. Michael 
Thomas. Dcpanmcni of Graduaic Studics. Inicrdisciplinary PhD. Prognm. University of' 
Mani toba. 



*SAMPLE WRITTEN CONSENT FORM (HEALTH PROFESSIONAL) 

You are invited to panicipate in a face-to-face inrerview for the nsearch siudy entitled "An 
Ojibway cultural perspective on cancer and related pain". This study is conducted by Diana 
Barkwell R.N.. M.N., a R D  candidate. Inierdiscipünary Program. and lectunr, Faculty of 
Nursing, University of Manitoba. The purpose of this reseafch pmjcct is io explore whecher 
culture plays a part in how Ojibway people expenence. understand and seek healinghentment 
when deating with cancer and related pain. a d  how this compares with heallh professionals' 
views. Answenng the interview questions means that you have agxeed to lake pan in the study. 
You do not have to iake pan in this study. Refusal to do so will have no effect on any aspect of 
your life. Included in this research project will be persons who have the illness cancer, persons 
who are a family member or significant other living with (or h a  lived with) someone who has 
cancer, persons who are Elderdiealen in the communiiy and medical health care professionals. 
The Elhical Review Committee of the Faculty of Nuning, University of Manitoba. has approved 
ihis research project. 
The interview will be carried out by Diana hkwefl .  nie questions asked wiil involve s h a ~ g  
your bowledge about cancer, what causes it, what characterizes it wirh respect to symptoms, 
pathophysiology, course of di-, ucaonentlhealing approaches necessary to effectively deal 
with this i1Iness expenence. 
The interview should iast no longer than three q u m r s  of an hour. It will be tape recorded and 
al1 tapes will be typed. Al1 of the information given wili be m t e d  confidentially and transcnbed 
data only accessed by researcher and her PhD. Committee memkrs. Your name or the name of 
any one participaiing in the study, will not be used on any documents, transcripts, repotts or 
future publications. No specific details wiii k nleased thai could in my way identify you. Al1 
tapes and cranscripts will be secunly locked during and after completion of the study and kept 
for seven to en years before k i n g  desuoyed. 

You have had a chance to have al1 of your questions answered. Should you have any funher 
questions at any tirne please feel free to ask them. Then are no benefiis to you personally for 
k i n g  pan of ihis study. but the findings may help h d t h  care professionals to better understand 
the cultural ways of understanding and dealing with the illness expenence of cancer and related 
pain which could lead io more culturaily sensitive healrh care. You can refuse to answer any 
question ai any point during the interview, or arlc ihat the tape recorder be turned off, or 
withdraw from the study. If you so choose, a copy of the findings will be sent to you when the 
snidy is completed. Mcmbers of the PhD. Cornmime are listed below for you information. 
Contact Diana Barkwell at 474-9 162. Faculty of NuMg.  University of Manitoba. Your signaiure 
below indicam only that you will take pan in the study. 
Your participation in this study would be greatîy appreciated. Thank you. 

1 agree to rake part in ihis study. 

Your signature Daic 

Iniervicwcr signaturc Datc 

PhD. Thcsis Cornmittee: Dr. Lesley Dcgner (Chair), Dr. William Koolagc and Dr. Michacl 
Thomas. Depanment of Graduate Studies. inierdisciplinary PhD. P r o g m ,  University of 
Manitoba. 



Appendix E 

LETTER OF AGREEMENT 
(1NTERPRETEWrRANSCRiBER) 



PRXNCXPAS XNYESTZQILTOR: Diana B a r b e i l ,  R.N. , M.N., PhD. Candidate, 
University of Manitoba, 

--O----------- is hired as an intezpteter for the above project from 
( D a t e .  . . . ) for a maximum o f  eight hours per: week at an hourly rate 
of , par h o u .  Sub j e c t  t o  agreement by both parties, the hours per 
week and/or numbcr of weeks may k alteted. 

Duties are: 1) Conduct interviews in the Ojibway language for 
those participants who would prefer to speak in 
thtir first language. 
2 )  Intezpret the C o n s e n t  f orms and other information 
in the O j  ibway la~guage w b t e  required. 

Al1 data are to be kept confidential as required of al1 research 
data. 

This project is based at the University of Manitoba, Faculty of 
Nurs ing 

Signatute of ~nterpteter/hanscriber D a t e  

Signature of Researcher Date 



Appendix F 

QLJESTIONNAIRE (DEMOGRAPHICS) 
PATIENT N E R V T E W  G U D E  

COMMUNITY MEMBER UUTERVIEW GUIDE 
HEALERELDER NiERVEW GUDE 

HEALTH PRQFESSlONAL MTERVlEW GUIDE 



0- INFûYATIOEJ F O U  

Participant number 

1. Age Gender (M/F) 

2 .  Education: Grade completad (kindergartcn to high school) 

After high school 

4 .  P i r s t  languape 



PATIENT INTERVIEW GUIDE 

Preamble 

As we discuscied earlier, 1 am intarested i n  underatanding what you 
knw about the illness referred to as caacer and what it  means to 
you when you get pain with this i l lness .  t also want to  kaow w h a t  
haviag this illness has baen like for you and what you have done to  
help in the healing and treatment of this i l lness .  

1. Could you begin by t e l l ing  m e  what you know about the illness 
cancer? 
(probe 1 

Based on what has beea passed d m  tbrough the teachings of 
the elders, do you know the illneis cancer by any other name? 
What does that name mean to you? 

2. What do you think causes cancer? 
(probe 1 

Can you tell me what You peraonally believe cauaed you to get 
this i l lness? 
Are there any other be l i e f s  you 
based on what has beam passed 
elders? 

3. Was there any point at which you 
(probe 1 

hold about what causes cancer 
d m  by the teachings of the 

had pain? 
- 

-scribe to me what the pain was like and whan it started 
Whsre did you get the paia? Bou long did it last? 
1s the pain you have been expezierrciag with caacer different 
tâan any other type of paia you have had before? Zn what way? 
Tell me w h a t  you bslievs it means whea you get pain with 
cancer 
What have you done to ralieve the pain? Did this help? 
What has if been like living with the pain of caacer? 

4 .  Can you explain ta ma how you came to know that you had this 
illness? 
(p=obe) 

What kinds of tbings w e r e  happening to you to make you think 
you were ill? 
Row did you know it was cancer? 
Bai soon after tbese things happened did you see someone for  
help? 
Share w i t b  me how you f e l t  when you suspected or learned you 
had this illness cancer, 

S. m a t  did you do to  help in 
illness? 
(probe 1 

-Did you seek help from 

the treatment and/or healing of this 

a doctor in the hospital/clinic, or 
from an elder/healer or from both? 



-mat was youx axperience like when you w e a t  t o  seek  help frorn 
the doctor in the hospital/cliaic? From the Healer? F r o i  both? 
-mat waa helpful ia treatment ariA/or healing throughout 
this illnarrs exparience 
-mat information about treat-mrrnts might have been of benef it 
to you in your struggle with this illness. 
 id you find that the beliefs you hold about t h i s  illness and 
its trreatment (cancer aad related pain), were understood and 
respected by the person to whom you w e n t  to seek help? 



COMMUNITY MEIMBER INTERVIEW GUIDE 

Preamble 

As we discussed earlier, 1 am interasted in understanding what you, 
as someone who has lived (or i liriag) with a relative with 
cancer,. knor about the illness refetred to as cancer and what it 
meaas to you when a person gets pain with this illness. 1 also w a n t  
to know what thixags you believe would be helpf ul in the healing and 
treatment of this illness. 

1. Could you begin by telling mc what you kaow about the illness 
cancer? 
(probe) 

Baaed on what haa b e e ~  pasaeb dowa through the teachings of 
the elders, do you ka- the i l lness  cancer by any other name? 
What does that name m e a a  to you? 

2. What do you think causes cancer? 
(probe 1 

Caa you tell me what You personally beliave to  be the cause of 
this illness? 
Are there any other beliefs you hold about w h a t  causes cancer 
based on what haa beea passed down by the teachings of the 
elders? 

3 .  1s there any point at which you thiak people experience pain 
with the i l lne s s  camcer? 
(probe 1 

Shaze with ope what you believe it means when pain is felt with 
the illaess called caaces 
What do you thiak the pain of cancer is like coinpared to other 
illaesses? 
Sâare with me axay beliefs you have about what would help 
relieva the pain o f  cancer? 
What has living with someone with caacer and related pain been 
like f 0 t  YOU? 

4. Can you explain to me h m  you would lmow that you had cancer? 
ivzobe 1 

What kirids of tbings would you notice that would make you 
think you w e r e  il13 
Eow would you know that it was cancer? 
How aoon after you noticed these changes do you think you 
would see someone for h d p ?  

S .  What do you believe should be done for the treatment and/or 
healing of this  illness cancer? 
(probe 1 

-Would you seek help (or advise any one with cancer t o  seek 
help) ftom a doctor in the hospital/clinic, or from an 
Elder/Healarr or from bath? 
- W h a t  are your reaaons fol: this? 
-mat do you believe to be helpful things in the treatment 



sad/o2: healiag of this illness 
-What information about traatiarata do you think was or would 
be of banefit t o  you as a f d l y  meanber 
-Do you believe that the beliefs you hold about cancer, its 
related paia a d  tteatmant would be umlerstood and 
respectad by the personh you o t  your relative went ta for 
help? Why? 

b 



BEALER/ELDER INTERVIEW GUIDE 

As we discussed earlier, 1 am interestad in understanding what you 
knaw about the illness referred to as cancer and wbat it means to 
you whan a persan gets pain with this illaesa. 1 also want  to know 
what things you believe would be helpful in the haaling and 
trlatment of this illness. 

1. Could you begin by telling me w h a t  you koow about the illness 
cancer? 
(prohl 

Based on what has beea pasead d m  tbough your cultural 
taachings, do you ka- the illaass cancer by any other 
name? 
What does that name m e a n  to you? 

2 .  What do you think causer caacer? 
(probe 

Cari you tell me w h a t  You personally believe to be the cause of 
this i l l n e s s ?  
Are thers aay othar beliefs you hold about what causes cancer: 
based on w h a t  has been passed down through teachings of the 
elders bsfore you? 

3. 1s there any point at which you think people axpezience pain 
w i t h  the illness cancer? 
(probe) 

Shaze with m e  what you believe it means whea pain is felt with 
the illness called caricer 
What do you think the pain of cancer is like coaupared to other 
illnesses? 
Shars with am any beliefs you have about what would help 
relieve the pain of cancer? 

4. Caa you explain to m e  how you would know that someone had 
carrcer? 
(probe) 

What kinds of thinga vould persans with cancer notice that 
w o u l d  make them thiak tbsy were ill? 
Ba# w o u l d  you know that it was cancer? 
How soon after anyone noticed these changes do you think they 
should seek help? 

5. what do you believe should be done for the treatment and/or 
healing of this illness caacez? 
(probe) 

-Would you adviae any one with caacer to aeek help from a 
doctorr in the hospital/clinic, or from an E l d e r / H e a l e r  or f r o m  
both? 



-What are your reasons for this? 
-What do you balieve to bu haloful things in the treatmant 
and/or healing of this illness 
-What inf o n ~ t i o n  about treatmnnts/healing do you think would 
be o f  benefit to the person with cancer? 
-Do you believe that the beliefs you hold about cancer aad 
related gain, aaâ its treatment would be understood and 
respectad by the persoa/s to whom people on this reserve go 
for help? Why? 



HEIUlTB PROFESSIONU INTERVIEW OOZDE 

Presmhle 

As w e  discussad earlier, 1 rn interaated in uaderstaaâiag the 
knwledge basa that guides you as a health profesaional ia 
uaderstrnding anA cazing for patients with the illness cancer and 
related pain. 1 w a n t  ta hw what thiaga you believe causes this 
illness, the symptoms that may present, the course of the disease 
and what would be helgful in the healing ami treatrnent of this 
illneas. 

1. Could you begin by telling me what you know about the illness 
cancer? 
î probe 1 

Basad on your medical/nurdng background, do you know the 
illaes8 caacer by aay othez sumo? 
Wbat does that name mean to yau? 

2 .  What do you think causes cancer? 
(probe 

What source of knowledgs do you d r a w  on to iaforrn you of this? 
( i . e .  Your medical/nuriiag educatioa, expe~isace with caring 
for cancer patients, or any ather) 

3. 1s there any point at which you thide people sxgerieace pain 
with the illaess caacer? 
(probe 

Whsa patients start to expsrieace pain with cancet what is 
this indicative of? O 

Bow would you explain the pain o f  cancer compared to other 
illaesses? 
What would you suggest for relief of cancer-related pain? 

4 .  Can you sxplain to m e  how you would know that someone had 
cancer? 
(probe 

What are the iadicators that would suggest to  you that someoae 
had cancer? 
What procenses would have to be imglanrented in  order to 
conffrm that someone hsd cancer? 
How soon aftel: someone notice& cbanges that could be 
indicative of cancer, should they seek halp? 

S.  What do you believe should be done for the treatrnent andlor 
healing of th i s  illaess cancer? 
(probe 1 

-Frorn whom should anyorie seek help who suspects that they have 
cancer or krrow that they have cancer: A physician in the 
hospital/clinic, an Elder/Bealer or from both? 
-mat are your reasons for tbis? 
-mat do you belisve to be helpful approachea i n  the treatment 
and/or healing of th i s  illness 



-wbat infoxmation about t r e a ~ t s / h e a l g  do you think would 
be of bunafit to  t h  person with cancer? 
-Do you believe that beliefs which =y be held by culturally 
dif f atant gatieati/f amilies which are disaimilar to your 
medical/nursiog ones about cancer and related pain and its 
treatmsrit, are as legitîmte? Explain. 
-Would you say that yau (or any of  your collegues) have 
knowladge of, understarrd and respect A b o c i g i ~ l  cultutal ideas 
and beliefs about caricoi: and related pain to the sxtent that 
they are incorporated iato your interaction aad trea-t 
p l u ?  Explain. 




