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ABSTRACT 

POLlCY MAKING IN THE CANADIAN BREAST CANCER RESEARCH 

INITIATIVE: AN INSTITUTIONAL ANALYSIS 

Judith M. Birdsell (Under the direction of  Wilfred Zerbe) 

This dissertation examined policy decision making within the breast cancer 

research organizational field. Specifically, it focused on the creation of  the 

Canadian Breast Cancer Research Initiative (CBCRI) and subsequent actions 

taken within that initiative, which was a cooperative venture among the 

Medical Research Council, the National Cancer lnstitute of Canada, the 

Canadian Cancer Society, and HeaIth Canada. This is an interpretive analysis 

of societal meaning systems, key policy decisions and the involvement of 

breast cancer sur-vivors. 

Using an institutional framework, this study examines policy decisions about 

breast cancer research made during a three-year period,through observation a t  

meetings, interviews with key informants, consultation of organizational records 

and contents of print media over the six-year period preceding the study. As 

.-* 
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an important carrier of  institutions, media data were included to provide an 

additional source o f  information about societal beliefs. 

Institutional myths relating to collaboration, peer review and private sector 

involvement in public life were found to be contributing factors to the structure 

that  the CBCRl came to have. Key policy decisions made within the first three 

years were organized according to an evolutionary framework of negotiation, 

cornmitment and execution. Traditionally strong institutional players ensured 

decisions that were key for them were made very early in the process. 

The legitimacy o f  Iay involvement was a major focus of  analysis, as the CBCRI 

resulted in large part from survivor activism and they were the new 

stakeholder. Various forces gained s u ~ i v o r s  a place a t  the table (democratic 

government, questioning o f  traditional medical expertise, acknowledgement of 

value of individual experience), but once there, the process of legitimation 

involved different dimensions. Although stakeholders saw moral reasons why 

it was appropriate to include suwivors in decision making, there is yet no 

shared cultural account which provides an explanation for their presence and 

the role that they are expected to play. The permanence of the involvement of 

lay members, or a t  least the impact of this involvement. depends on the 

development o f  this cognitive legitimacy. 
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CHAPTER ONE 

INTRODUCTION 

Health care in the 1990's is undergoing unprecedented change. The 

organization o f  service delivery is being redesigned under the rubric of health 

reforrn, the scope of research related to  medicine and health is broadening, 

interorganizational collaboration is being promoted as a necessary component 

o f  a renewed delivery system, and traditional stakeholder roles are being 

revisited. Scott (1 9834, while cornmenting on the health care system, noted 

that the field of  organization research had for too long focused too much 

attention on the internal workings o f  organizations, and had failed to  examine 

the relationships between "external" societal events and the "internaln features 

of organizations. This research, in a general sense, looks at the internal 

processes of an organizational initiative while considering the influences of 

societal forces. 

This is an institutional study o f  the breast cancer research organizational field 

in Canada. Specifically, it examines the relationship between meaning systerns 

present in society and processes within an interorganizational governance 

structure created t o  support and foster breast cancer research. Using an 

institutional framework, this study examines policy decisions made in a three 
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year period relating to breast cancer research through observation a t  meetings. 

interviews with key informants, consultation of  records o f  the participating 

organizations and contents o f  print media over the six year period preceding the 

study. It identifies institutional forces which contributed to the creation of a 

major initiative in breast cancer research in Canada, and also those forces 

which gave rise to the inclusion of  community members, or suwivors, who are 

a new institutional actor in this context. The involvement of  lay members is 

examined from several perspectives, particularly insofar as the legitimacy o f  

this involvement is concerned. There is sorne evidence of scholarly interest in 

the legitimation of the involvement o f  lay individuals in the research decision 

making processes, but  it is argued that there are many gaps in our 

understanding of the institutionalkation of lay involvement. 

This research is important for several reasons. Although this research is  

concerned specifically with one organizational initiative relating t o  one specific 

disease, it encompasses characteristics that are more generally of interest. 

These include the fact that this initiative is a venture between several 

organizations, that the substantive medical issue is one that is of larger societal 

concern, and the fact that the work that  is to  be accomplished within the - 

initiative under study (i.e. research) occurs within a highly institutionalized 

framework. The focus in collaboration research has often been directed toward 

existing 'formal' organizations. This study is looking a t  the amergence of a new 
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collaborative effort between an organizational initiative and lay stakeholders 

who are no t  forrnally organized to a very high degree. 

lnterorganizational structures may be the institutions o f  the future (Alter & 

Hage, 1993). There is tremendous pressure frorn many directions for public 

sector organizations, particularly in the human service sectors, to work 

together, and collaborate. In Alberta, the officiai government response to the 

final report o f  a Commission asked to  consider the future health needs o f  

Alberîaans identified five government initiatives as major and immediate (Alberta 

Health, 1991 ). Three o f  these five initiatives had partnership, collaboration. or 

coordination as a key word in the statement. 

There have been several health issues around which those affected have 

galvanized attention in the recent past. Those afflicted with AIDS (Acquired 

Immune Deficiency Syndrome) lead the way, insofar as making a specific 

disease a focal point for public and governrnent attention and action. This 

activism by speciai interest groups gives rise to new roles and the need for 

organizations to  deal with groups such as this. Breast cancer survivors have 

also become much more vocal and represent one of the new special interest 

groups in the field. One prominent Canadian breast cancer activist, Sharon Batt, 

wrote wi th a colleague in the journal of the Canadian Medical Association that 

"advocates will continue to  actively pursue more input into the research 
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process" (Waller & Batt, 1 995). Groups o f  individuals afflicted with a particular 

disease are becoming more cornmon, and there is a need to understand, in a 

general sense, their role as institutional actors. 

The remaining variable that makes this research interesting is the fact that the 

process of  research, whether i t  is medical, scientific or social research takes 

place within a very institutionaIized environment. The routines and processes 

associated with the funding, execution, and reward systems relating to 

research are very well established and accepted. The establishment of an 

initiative which brings together a variety o f  stakeholders, both researchers from 

differing disciplines and lay persons, is unique. 

In short, new actors are making their presence felt in the field, and new 

organizational forms are being used. These factors have implications for those 

managing organizations as well as stakeholders attempting to  influence the 

field. It is important to look beyond the confines of  any one organization t o  try 

to understand events in an organizational field, in this case, the domain of 

breast cancer research. This research incorporates consideration o f  meaning 

systems which exist in society at large, and attempts to understand their - 

influence on a specific organizational situation. To that end the research 

questions asked in this study concern identifying the forces that brought the 
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Cancer Research Initiative (CBCRI)' into being, and 

had the pahcular structure that it came to have, and also 

a consideration o f  the involvement of lay individuals in the decision making 

process. The legitimacy o f  lay involvement is considered a t  some length, as this 

represents a potential new institutional actor, with broad implications for health 

research in general. 

This dissertation consists of eight chapters. Two provide contextual and 

theoretical background, one describes research strategies. three provide resuits 

of the analysis and one concludes. The appendices include supporting 

documentation for the anaiysis, and in particular, Appendix B includes a 

summary o f  analysis o f  media headlines for the six year period preceding the 

study period. Excerpts from this analysis were incorporated as relevant in the 

body of the report, but it is included in its entirety in the appendix. 

Chapter Two provides background material on breast cancer for readers who 

are not familiar with that context. whereas Chapter Three provides the 

theoretical background for the approach taken in this research, Le. an 

institutional perspective. Breast cancer is discussed from three perspectives; - 

the personal experience, the medical perspective and the societal view. The 

'A Iist of  al1 abbreviations used in this dissertation is provided in Appendix 
A. 
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institutional context within which breast cancer research is accomplished is the 

subject of Chapter Three. The organizational field is presented as the most 

relevant level from which to  examine breast cancer research, and for 

operational reasons, the difference between organizations and institutions is 

articulated. The institutional environment, which provides the theoretical 

frarnework for this work, is described in some detail in Chapter Three. How 

stakeholder roles are enacted within the rationalized environment described, 

and the concept of  legitimacy, which is central t o  an institutional perspective, 

is reviewed. The research strategies employed in the research are described in 

detail in Chapter Four. A description of the primary study site (the Canadian 

Breast Cancer Research Initiative), and the print media database used as an 

additional source of information about societal meaning systerns are described. 

The print media in the years preceding the period under study are examined as 

media are an important "reflector" of societal beliefs Le. they reflect them and 

they also influence them. Data coilection strategies are described as well as 

procedures for analysis. 

Chapters Five through Seven contain results of the analysis of this work. In 

Chapter Five, the key policy decisions tha t  were made within the CBCRJ are 
- 

identified, and are placed within a developmental framework. Those 

institutional forces which contributed to the key structural characteristics of the 

CBCRl when i t  was established are discussed in Chapter Six. Societal pressure 
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toward interorganizational collaboration, the trend toward increased 

involvement o f  the private sector in public Iife, and the n o m s  surrounding peer 

review in research are discussed as factors determining structure of the CBCRI. 

In Chapter Seven, one dimension of particular interest in this Canadian initiative 

(lay involvement) is considered from the perspective of the institutionaiization 

process. Our system of  democratic governance at  the nation-state level, a 

prevailing questioning attitude toward the medical establishment, and a growing 

legitirnacy of the experiential perspective o f  disease are institutional forces 

supporting t h e  inclusion of lay members. The legitirnacy of  that involvernent is 

considered in some detail frorn the perspective o f  examining the state of 

progress along the path to legitimation of the involvernent of lay members. 

There is evidence for some movement toward legitimation, but it is argued that  

there is considerable ground to be covered from the cognitive perspective 

before the involvement o f  lay individuals in research decision making cornes to 

be widely accepted. The concluding chapter addresses how an institutional 

view informs our understanding of  the breast cancer research domain in 

Canada, and how examination of the CBCRI through this frame contributes to  

institutional theory . 



CHAPTER TWO 

BREAST CANCER: THE DISEASE AND THE CANADIAN SlTUATlON 

Breast cancer is an important health issue in Canada in the mid nineties. 

Although there have been modest increases in incidence in Canada and indeed 

worldwide. the increasing profile that breast cancer has garnered in this country 

is not primarily due to the epidemiology of  the disease but  rather on account 

of the societal and political factors. This is a result o f  several factors: the 

medical characteristics of  the disease combined with an aging population. the 

reaction to  the disease by those affected, and the public stand taken by 

politicians and policy rnakers. Awareness of  the disease and its public profile 

has changed dramatically during the recent past. During 1 983 and 1 984, breast 

cancer was not coded at alI on the Canadian Business and Current Affairs 

Index. Since then, there has been a steadily increasing number o f  articles about 

breast cancer, with 39 1 being included in 1 994 (Micromedia Lirnited, 1 995). - 

The purpose of  this chapter is to provide an overview o f  breast cancer as a 

health issue in order to  help readers from outside the health field appreciate the 

context o f  the research. Breast cancer can be described from the point of view 



of the medical or disease perspective, the personal experience of  one who has 

breast cancer, and the societal perspective, and these three perspectives are 

reflected in the balance of this chapter. 

The Medical Pers~ective 

Breast cancer is the most frequently diagnosed invasive cancer in women in 

Canada. In 1994, 17,000 cases were diagnosed, and 5400 women died from 

the disease. (National Cancer lnstitute of Canada, 1994). The toll of breast 

cancer on women and their families is perhaps greater than sheer numbers 

would indicate, as breast cancer often strikes women at a time during their 

Iives when they are experiencing peak responsibilities with famiIies and jobs. 

This impact is reflected in the measure of potential years o f  Iife iost (PYLL), 

which shows that breast cancer accounts for 22.8% of PYLL due to cancer in 

women (National Cancer lnstitute of Canada, 19931. 

Breast cancer incidence (new cases of cancer per year per capita) was relatively 

stable until the early 1 980rs, but since 198 1, there has been an average annual 
- 

increase in incidence o f  1.5% (National Cancer Institute of Canada, 1993). 

Mortality rates have increased only very slightiy during this same time pericid. 

This is reflected in the irnprovement in relative five year survival rates from 
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breast cancer, which were on average 71 % for women diagnosed from 1970- 

74 compared with 74% for wornen diagnosed from 1980-84. The increasing 

incidence of breast cancer is due primarily to the aging o f  the "baby boom" 

population. There are simply more women in the at risk age groups now than 

there were 20 years ago. (National Cancer Institute of Canada, 1993). ln other 

countries, the slight increase in incidence has also been attributed to screening 

(Ursin, Berstein & Pike, 1994). The improved prognosis for breast cancer 

patients diagnosed today compared with 20 years ago is seen mainly in women 

under 60 (National Cancer Institute of Canada, 1993, Figure 1 3 ,  and can 

potentially be attributed to improvements in screening and to improvements 

in treatment- 

The Etioloqv of Breast Cancer 

The etiology of breast cancer is not well understood (Mansfield. 1993). The 

majority of  women who are diagnosed with breast cancer have no identifiable 

risk factors other than advancing age or residence in a country with a relatively 

high incidence (National Cancer lnstitute of Canada, 1993). Many of  the - 

known risk factors for breast cancer relate indirectly to hormonal levels 

throughout life (older age at birth of first child, age a t  menarche, number of 

children, age and type of menopause) and are not easily altered, so do not 
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provide realistic opportunities for prevention (Kuller, 1995). Other risk factors 

under active investigation (e-g. diet, exercise, alcohol) may at some point in the 

future be amenable to  intervention, bu t  a t  the moment are not (Friedenreich & 

Rohan, 1995; Friedenreich. Howe, Miller & Jain, 1993; Hunter & Willett. 

1 993). It has often been o b s e ~ e d  that wornen o f  higher socioeconomic status 

are more apt to get breast cancer that those o f  less means, in contrast to  many 

diseases (Miller 1995). Family history of  breast cancer has been known as a 

risk factor for some time, with risk of developing cancer being about twice the 

usual rate if a womanrs mother or sister has breast cancer. 

Intementions for Breast Cancer 

Although one might expect this section to  be titled "treatment" o f  breast 

cancer, in fact treatment is perhaps not the most effective intervention for the 

disease. Given the natural history o f  most cancers, there is a long period o f  

development of the turnour, and therefore. various stages during which 

intervention is possible. ldeally, al1 cancers would be prevented. O f  the three 

strategies for controlling breast cancer - prevention, early detection and 
- 

treatment - early detection through screening offers the best chance o f  

reducing mortality from the disease, if subsequently followed by adequate 

treatment (National Cancer instituts o f  Canada, 1993). Several international 
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studies have shown that population based screening programs targeting women 

aged 50-69 can reduce mortality by up to 40% (Workshop Group, 1989). As 

the etiology of breast cancer is largely unknown, and those risk factors which 

have been identified are, for the most part. difficult to alter. there is very little 

that can be offered in the way of primary prevention of  breast cancer at the 

present time. 

Early detection, on the other hand, does make a difference. Studies from 

around the world have shown that if women are screened after the age of 50 

mortality rates can be reduced by as much as 40%. Screening usually includes 

mammography (an x-ray of the breast), and sometimes a physical examination 

of the breast by a health professional. Numerous screening studies have 

shown positive results from mammography screening (with or without a manual 

examination of the breast by a health professional) of women with no apparent 

symptoms. It is of interest, however, that the less invasive and less costly 

technique of manual physical examination of the breast has never been tested 

on its own. In a Canadian study, women aged 50-69 who were screened either 

by physical examination alone or by physical examination and mammography, 

experienced sirnilar rates of death from breast cancer (Miller, Baines, To & Wall, - 

1993). In this study, mammography did not add a significant mortality benefit, 

over and above a physical examination alone. This observation, coupled with 

real economic stress in health care systems around the world, and the technical 
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complexity of mammography screening, have led to at least one author calling 

for a fundamental re-examination of  whether we need mamrnographic screening 

at al1 (Mittra, 1 994). The fact that an expensive, technically cornplex screening 

intervention was rigorously tested worldwide without first considering a lower 

"tech ", but more affordable test world wide, is indicative of  the preoccupation 

of society with "high techn solutions to  medical problerns. 

Treatment for breast cancer has become less and less invasive over the past 

hundred years or so. Surgery is virtually always a part o f  the treatment. From 

1900 until the sixties, a radical mastectomy (removal of  the breast, underlying 

muscle and lymph nodes in the surrounding area) was standard treatment 

(Eberlein, 1994). For the purposes of  determining treatment and estimating 

prognosis, breast cancer patients are grouped according to extent of  disease. 

Patients are "stagedn according to the size of the prirnary tumour, involvement 

of lymph noes, and the presence or absence of  distant spread of disease 

(metastasis). The presence or absence of  axillary lymph node metastasis is the 

best predictor of survival (Fisher & colleagues, 1983, quoted in Eberlein, 1 994). 

Treatment of breast cancer is determined largely by stage of the disease at 

diagnosis, and can be divided in terms of local and systemic treatrnent. Many 

clinicaf trials have shown that treatment o f  early breast cancer with 

consewative surgery (Le. removal of the lump) combined with radiation therapy 

is an appropriate methods of prirnary therapy (Eberlein, 1994). In addition to  
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the primary surgical treatment, additional systemic adjuvant therapy is 

sometimes given with chemotherapy or hormonal therapy. Tumour size and 

status of the lymph nodes are the two main factors in that decision. Significant 

reductions in annual rates of  recurrence and deaths are produced by tamoxifen 

(a substance which counteracts the hormone estrogen), removal o f  the 

hormonal stimulation in women under 50, and chemotherapy (Early Breast 

Cancer TriaIistsr Collaborative Group, 1992). In the nineties treatment often 

consists of removal of the lump, sometimes accompanied by systemic 

treatment designed to kill micrometastases which may be located in remote 

locations o f  the body. A small proportion of patients with early breast cancer 

still have a mastectomy, either by choice or because of specific circurnstances. 

These patients often have reconstructive surgery either at the time of primary 

surgery or at a later date. 

For the most part, treatment has reflected the prevailing beliefs in the 

professional community about the natural history of cancer in the body (Baum, 

1993). Prior to 1960, breast cancer was considered to  be a local problem 

characterized by cells which invaded locally and spread in a centrifugal rnanner 

in all directions. Therefore, the treatment of choice in this era was aggressive - 

local treatment (i.e. radical mastectomy after the initiation of anesthesial. In the 

sixties, when animal studies showed that breast cancer did not spread in a 

predictable centrifugai manner aiong the lymph system, this type of treatment 
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no longer made sense. and clinical studies confirmed that radical surgery did 

not confer an advantage. Once it was demonstrated that the extent o f  primary 

surgery did not influence suwival, the treatment focus changed to management 

o f  the micrometastases which were believed throughout the body. Adjuvant 

therapy with chemotherapeutic drugs became standard practice for al1 but the 

earliest stages of  breast cancer. This type of  treatrnent has shown modest 

improvernent in outcomes for patients from the point of view of suwival (Early 

Breaçt Cancer Trialistsr Collaborative Group. 1992). and radiotherapy continues 

to be used for control o f  localized disease (Eberlein. 1 994). However, despite 

the efforts and energies put into the treatment of breast cancer, the outcomes 

from treatrnent once the disease is diagnosed show at  best only moderate 

improvement in outcomes. 

Research 

Research related to the breast cancer issue includes basic research which aims 

to increase understanding of the biological mechanisms involved, 

epidemiological research which aims ta identify patterns and determinants of 
- 

breast cancer in the population of women, clinical trials designed to determine 

best methods of  treating the disease, and more recently research into quality 

of life issues relating to  the various aspects of  coping with breast cancer. In the 
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recent past in Canada, research has expanded t o  include emphasis on areas 

such as communication and health services research. Although there have not 

been significant advances made in the research for treatments for breast 

cancer, recent research in basic science has led t o  some significant discoveries 

in the area of breast cancer. Recentiy a gene has been identified which is 

thought to be responsible for 2-4% of  breast cancer (Staff, 1994). This gene 

is acknowledged to account for very few cases of breast cancer, but its 

knowiedge brings with it a host of new issues for  the cornmunity o f  breast 

cancer stakeholders. Issues related to  genetic screening, impact and use of the 

knowledge by families and employers, for example, create many issues for 

consideration. 

The Personal Experience of Breast Cancer 

Over the years a great deal o f  attention has been paid to the medical aspects 

of breast cancer; only more recently has attention been given to the social and 

persona1 consequences of breast cancer (Kasper, 1 994). Our understanding o f  

the personal experience of breast cancer has been enhanced on t w o  fronts; by 

the reports of  researchers who have strived to  understand it. and from the 

sharing of personal experiences of those who have lived the experience. In 
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some cases. the two perspectives have been combined, offerhg unique insights 

into the "Iived" experience (Butier and Rosenblum, 1991 ; Paget, 1993). 

Meyerowitz (quoted in Kiebert, de Haes & Van de Velde, 1991 1 identified three 

major categories of sequelae from a diagnosis o f  breast cancer: psychological 

dimensions, changes in life patterns. and fears and concerns relating to breast 

cancer. There has been a realization that in addition to those concerns brought 

from a potentially life threatening diagnosis, breast cancer brings sorne special 

amibutes and issues as well. Because of the nature of the body part involved, 

and the societal meanings associated (i.e. femininity, attractiveness) , there 

seems to have been particular attention focused on this aspect of the disease. 

Most women, however. face this crisis without developing major psychiatrie 

disorders or sexual dysfunction (Schover, 1991). Nevertheless, the diagnosis 

often has a profound impact on a womanrs Iife. 

There is some evidence that the impact of breast cancer is not primarily 

involved with the psychological dimensions of  sexuality and self image. In a 

review of  evidence examining the effect of breast conserving treatrnent, Shover 

(1 991 ) showed that breast conservation really had a fairly narrow impact on 
- 

the quality of life. Women who had breast consewing surgery generally felt 

better about their appearance, particularly when unclothed, but in other 

important areas, Le. psychological distress, marital unhappiness. frequency of 
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sex and sexual dissatisfaction, no differences were seen between those with 

breast conservation and those with a mastectomy. It would seem, though, that 

concerns extend beyond to more existential concerns. The renewal or 

redefinition of identity is a major theme that has evolved in recent qualitative 

studies of womenrs experience with breast cancer (Kasper, 7 994; Rosenbaum, 

1 995; Freedman, 1 991 ). This experience is Iikened to  a "transformation of selfn 

(Freedman, I W l ) .  Women see their iilness as much more than a biologic 

rnishap; it appears to "propel women through psychological doors and 

ernotional frontiers that enlarge their experience of  themselves as whole 

peoplen (Freedman, 1991, p. 65). 

There have been some researchers who have consciously approached the 

understanding of  the persona! experience of cancer from a patient's perspective 

(Kasper, 1994; Freedman, 1991). In addition to researchers making an 

increased effort to  understand the experience from the perspective of one 

affected, there has been a plethora of contributions to the Iiterature from 

women who have thernselves had a breast cancer diagnosis, and from people 

close to them. (Batt, 1995; Hoy, 1995). Often these contributions arise from 

a sense of frustration and dissatisfaction with the system as it exists. Claire 

Hoy, the husband of a woman who died at the age of  33 from breast cancer, 

in his book titled "The Truth about Breast Cancern, criticized a variety of 

dimensions, inchding prevention trials using the hormone tamoxifen, research 
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integrity. breast implants, and the lack of attention to environmental causes 

of breast cancer. Some of  the emotion exhibited by the writers of these books, 

and others like them. have contributed to the support for a variety of 

community based support and advocacy groups which have sprung up in 

Canada, as they have in the United States. 

There has been little research yet on the differing experiences of breast cancer 

by age (See Meyer, Russo and Talbot, 1995 for an exception) and stage of 

disease. Although some studies have Iimited their sample t o  women a t  a 

particular stage of disease (Kiebert, de Haes, & Van de Velde 1991), generally 

there is no good longitudinal or comparative data that helps one to  understand 

how the experience o f  breast cancer varies by age and stage. The breast cancer 

experience extendç to families and friends o f  the affected person (Northouse, 

1999, and the importance of this support network is becoming increasingly 

evident. Research has now shown that not onIy is the quality of  life improved 

for breast cancer patients when they have access to  social support, but the Iife 

expectancy is also probably greater (MaunseIl, Brisson & Deschenes, 1995). 

Not  surprisingly, a woman's experience of breast cancer depends to large 
- 

degree on the life context within which she is experiencing it. Perhaps the 

persona1 experience of breast cancer is best captured in a quote from Audre 

Lorde (1 980) who says: 



each woman responds to the crisis that (breast) cancer brings to  her Iife 
out of  a whole pattern, which is the design of  who she is and how her 
Iife has been lived. The weave of  her everyday existence is the training 
ground for how she handles crisis. 

The societal perspective of course includes that of  health professionals 

generally, and also that o f  the women and families who directly experience 

breast cancer. But i t  also includes a much broader array of  perspectives and 

factors such as policy and political decisions and trends or events in the larger 

culture which in some way influence the breast cancer issue. Cancer has been 

described as "one of the most cruel maladies by which our poor mortai nature 

can be tormented" (Gosse, quoted in Croft, 1994). Although this was written 

many years ago, this sentiment is still prevalent today. 

A woman's persona1 experience with breast cancer is inextricably linked with 

societal perspectives, because so many of the dimensions surrounding breast 

cancer are shaped and defined by the larger society. The farnous 

anthropologist, Margaret Mead, after her study of  varioüs cultures, concluded 

that breasts are so idealized in the United States (and presurnably Canada), that 

they are the primary source of female identity (National Institutes of Health, 

1979). Some would probably argue that they have been idealized in a male 



patriarchal society, and that this creates the oppominity for crisis when a 

woman is diagnosed with breast cancer, and she may find that her personal 

assessrnent o f  the importance of her breasts is not, indeed, as great as society 

might expect. (Kasper, 1 994). 

In at least one study the public press was shown to promote the rnedical 

perspectives o f  breast cancer almost to  the exclusion of  examining the needs, 

wants and feelings of  women in the general population (Lupton, 1994). This 

Australian study. which examined press clippings for the period 1987-1 990, 

illustrated how the hegemonic discourse supported the institution of medicine 

and traditional roles of women. The three principal themes identified in the 960 

press clippings examined were femininity, lifestyle and relationship to breast 

cancer and the preeminence of  the technological solutions to breast cancer. 

In the recent past, there appears to  be a social trend toward the empowerment 

of individuals and groups who have been marginalized because o f  illness, 

disability, ethnicity and gender (Waller & Batt, 1995). With regard to breast 

cancer, 

written 

this has been manifested by 

by women with breast cancer 

the increasing number o f  publications 

or their loved ones (Batt, 1995; Hoy, 

1995), and the proliferation of cornrnunity based groups in some way involved 

with breast cancer. Earlier publications by patients often were prirnarily 

intended to increase the amount of information available to women faced with 
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a diagnosis (Kushner, 1982). Although critical of the arnount, nature and form 

of information available t o  women. they were often generally supportive of  the 

traditional system. That has not been the flavour o f  several recent Canadian 

books written by those personally affected (Batt , 1995; Hoy, 1995). Hoy 

(1 995) was very critical o f  several aspects of the current systern. For example: 

Sure, women can - and should - practice breast self-examination and 
have an annual breast examination by a professional. Women over 50 
and some at panicularly high risk should also have a mammogram. 

And the growing evidence Iinking fat - or perhaps the pollutants in fat - 
to breast cancer should act as an incentive to govern your diet 
accordingly. 

But beyond that, it's pretty much a mugrs game, a deadly lottery that, 
when your number is drawn, means death about one-third of the tirne, 
and pain, trauma, and mutilation and fear for the rest ..... 

.... The scientific-medical establishment has to begin to open its minds - 
and its grant system - to new, innovative approaches simply because 
what theyrre doing now, while comforting to those making a living from 
it, simply isn't working very well. (Hoy, 1995, pp. 297-298.) 

During the 1 980ts, the threat that AlDS presented to the western world caused 

a great deal of  action in the heaith care sector in Canada, as in other places in 

the world. The AIDS activists were very successful in influencing policy 

makers to put increased resources into the AIDS issue, particularly into 

research. AIDS activists disrupted a world conference on AIDS which was held 

in Toronto in 1987 and subsequently several actions were taken a t  the Federal 

level. Breast cancer advocates have drawn cornparisons between the AIDS 
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issue and breast cancer, painting out that AIDS receives much more funding 

than breast cancer, despite the fact that less than 2% as many Canadians die 

each year from AIDS as from breast cancer (Hoy, 1995, p. 4). 

The issues which are anticipated by the discovery and cloning of the gene 

responsible for a small number of breast cancers has been flagged as a 

potentially troublesome arena for society, with regards to  the medical, legal and 

social issues surrounding this new knowledge. To date, most o f  the concern 

has been raised by the medical/scientific community. The ability to predict 

when one gets a certain type of cancer brings with it a host of troublesome 

issues, including discrimination in hiring practices, and such things as access 

to insurance (Richards, 1993). 

The Canadian Scene 

Interventions aimed at breast cancer are delivered through a variety of means 

in Canada, although there is some similarity among provinces. There is very 

little activity aimed at prevention as, as of now, there are no known preventive 
- 

interventions or Iifestyle actions that a woman can take. Screening for breast 

cancer was endorsed by a group o f  experts (Workshop Group, 1989) and since 

then, screening programs have began in about half of the Canadian provinces 
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and territories. Some screening is done via organized programs, such as Screen 

Test in Alberta, and some is done in the private sector (Le. in radiology 

practices). Screening tends to be commonly done for younger women ( < 50 

years) even though the recommended age for screening in most provinces is 50 

and above. 

Once surgery has been done, treatment for breast cancer is often provided by 

a specialized cancer treatment program at a cancer centre, particularly in the 

active treatrnent phase o f  a disease. There is generally an expectation that  the 

primary farniiy physician will stay involved and be prepared to provide care 

when it is needed and resume primary responsibility once active treatment is 

concluded. Radiation treatment must be given in a larger centre which has the 

specialized equiprnent, so women often have to be away from home for this 

type of treatment. Increasingly, chemotherapy is being given in community 

hospitals or health centres. 

Although health care is a provincial responsibility in Canada, there has been a 

great deal of activity on the national level in the past few years, largely due to  

the efforts of activists and advocates in the country, in addition to  the 
- 

traditional role o f  national bodies in facilitating consensus development among 

provinces and stakeholders and the like. 



Breast cancer takes a tremendous toit on Canadian families. This has been 

recognized by the major agencies at  the  national Ievel, and has given rise to 

response from numerous individuais and organizations across Canada, some of 

which have been created to  deal with some aspect of the disease, be it 

research, education, support or advocacy. The actions of these groups and 

individuals have been significant in creating the context within which breast 

cancer research is accomplished in Canada. lt is this context, which includes 

the nature and impact o f  the  disease, and i ts treatrnent, and the responses o f  

traditional and non-traditional agencies to events and circumstances in the 

environment, that  provide the context for the current research. Specifically, t he  

Canadian Breast Cancer Research Initiative is a response to  these multiple 

factors, and this initiative is the setting for the research reported here. 



CHAPTER THREE 

BREAST CANCER RESEARCH: THE INSTITUTIONAL CONTEXT 

Introduction 

Breast cancer research takes place in an environment with many influences, 

and many actors or stakeholders. The goal of the present research is to better 

understand certain events which are occurring presently in the organizational 

field. In particular, the study focuses on a new initiative in Canada (CBCRI), and 

it is o f  interest to try to understand perhaps why this initiative has corne to be, 

and what factors may be involved in the eventual determination of this 

initiative. 

The intent of this chapter is t o  tiescribe the organizational field within which 

breast cancer research occurs in Canada. This understanding is important, as 

influences and factors within the field are ultirnately involved in determination 

of future organizational structures and processes. Institutional theory provides 

a framework within which t o  understand how some organizational forms corne 

to be accepted as good, and indeed, may even achieve a "taken for granted" 

status (Scott, 1987). A central concern of an institutionai perspective is how 
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organizations achieve and maintain legitimacy in society. This is in contrast to  

those organizational theories that focus more on instrumental concerns, e.g. 

does an organization achieve its goals or is it as successful or effective as it 

might be. This type of  concern is aligned with a more stiategic perspective. 

Determining whether an organization, the CBCRl in the case of  this research, 

is doing good work (research,in this case) is not  the central question of interest 

here. Rather, it is understanding whether the CBCRl itself or organizational 

aspects associated with it, has achieved a "right to existn. 

ln order to  understand the institutional field within which breast cancer research 

in Canada is accomplished, it is necessary to  consider several dimensions: the 

actors, or stakeholders within that field, and the belief systems and rules that 

influence those stakeholders. Before addressing the various dimensions involved 

in the articulation of  the breast cancer research organizational field, a brief 

discussion of the concept of organizational field is in order. 



The Orsanirational Field 

Institutional analysis has taken place a t  varying levels o f  analysis: 

intraorganizational, organizational, interorganiratÏona1, societal and world level 

(Scott 1995). Some have argued that the organizational field level is the most 

appropriate for institutional analysis (Milward, 1982; Scott, 7 983b; Scott, 

1 995). Organizational fields include al1 those diverse organizations involved in 

carrying on a common enterprise, so allows examination of  al1 organizations 

wi th a role in a panicular enterprise. By doing so, the varying levels that  impact 

on an  enterprise are included Le. organizational. interorganizational, societal. 

An organizational field has been described as being characterized by 

representing a recognized area o f  institutionai life that is defined in terms of 

increased density o f  interaction. information flows and mernbership 

identification (Zucker, 1987). It is broader than the notion of  industry in which 

only the focal organizations o f  a simiiar type are often included (e.g. automobile 

manufacturing, oil and gas). DiMaggio and Powell (1 983) identify key suppliers, 

consurners, reguiatory agencies and other organizationç that  produce similar 

products and services as al1 being components of an organizational field. In the 

case of radio broadcasting. for example, it is possible t o  have a somewhat 

circumscribed understanding o f  what the organizational field includes, as  this 

industry has developed in the relatively recent past, and represented really a 
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new entity in society. The birth of the radio broadcasting industry is within 

conscious memory of at  Ieast a few living individuals, and the actors who have 

been involved in the evolution of  this segment of society are known. It includes 

radio stations, listeners, radio networks, advertisers, talent agents, performers, 

manufacturers, rating agencies and the state (Leblebici, Salancik, Copay & 

King, 1991). In a general sense, an organizational field can be said to  include 

interacting actors and actions (Leblebici et al., 1991 ; DiMaggio & Powell, 1983 

1 

A t  some lever, the boundaries of an organizational field (or an 

interorganizational field; the two terms will be used interchangeably) are often 

arbitrary. In the case o f  the radio industry as previously described, the major 

actors who have had to be involved in the articulation of that systern are 

known (Lebtebici e t  al-, 1991). In other cases, it is not so clear how the 

organizational field should be defined. For example, Halleberg and Rigne (1 994). 

studying the social construction o f  child sexual abuse in Sweden, struggled 

with whether their boundaries should be limited to the Swedish situation, and 

whether child abuse, in a general sense, should be the boundaries. Institutional 

fields are social constructions that may shift over time, and are dependent on 

a researcherrs interpretation. Perhaps the most important thing is to clearly 

define the boundaries for the interorganizational field and provide appropriate 
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rationale. This chapter represents one interpretation of the organizational field 

o f  breast cancer research. 

In the present study, policy setting wirhin the area of  breast cancer research 

in Canada is the substantive area o f  interest. This is best understood as an 

interorganizational field as weIl, since breast cancer research involves multiple 

actors and differing actions, in DiMaggio and PoweIl's (1 983) terms. However, 

the boundary definition of the field could be somewhat different depending on 

the particular ernphasis to be made. The field couid be breast cancer (wi th a 

minor role being pfayed by research), it could be cancer research, a less specific 

context, or even medical or health care reçearch. The organizational field for the 

present study has been defined as breast cancer research. The rationale for  this 

is that  there has recently been a significant interorganizational initiative in 

Canada to  enhance breast cancer research, and the field has been limited to 

breast cancer, as opposed to al! cancers, because there have been some 

significant trends or societal events in the recent past which are of particular 

significance to breast cancer, as compared with cancer generally. The actors 

in breast cancer research in Canada include scientists who carry out the 

research, clinicians who care for patients involved in research, funding agencies 

who provide resources, the federal and provincial governments who provide a 

policy framework and resources, and breast cancer patients (whose primary 

role, until recently. has been as subjects in research). 
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The differentiation o f  actors from organizations in the breast cancer research 

field gives rise to some conceptual ambiguity. It is clear that some of  the actors 

are indeed organizations, for example, the National Cancer lnstitute of  Canada 

is a formal organization for whom breast cancer research is an important part 

of its mandate. In the case of breast cancer patients and scientists, however, 

they are no t  best coliectively described as organizations. Scientists, virtually 

without exception, c a r y  out their research within some organization. Ho wever, 

that particular organization may not have a panÏcular interest in being an 

"actor" within the breast cancer field. Depending on the situation, the scientist 

may be acting simultaneously as a n  independent investigator and/or as a 

representative o f  the organization which employs him or her. Patients and 

s u ~ i v o r s ,  on the other hand, are at this point in history, not  well connected 

into any one or several organizations. There are many collectives of breast 

cancer suwivors in Canada, but  there is no one organization which is seen to  

be the major voice for breast cancer survivors and patients. This is even more 

true with regard to  breast cancer research as compared to other dimensions 

relating to the disease. Because of  this ambiguity in the field, the term 

stakeholders will be used to refer to individuals or collectives of  individuais o f  

a certain type, as well as forma1 organizations. 



The Relevance of Institutional Theow 

Organizations have been viewed from different perspectives, and the particular 

view taken o f  course influences the utility of a particular theory. Institutional 

theory is the framework chosen for  the current research because its central 

concepts are particularly well suited to  increasing understanding of the situation 

under study. Institutional theory considers organizations as essentially 

embedded in their environment; that environment is seen to consist of non- 

material dimensions, in addition to material elements and the major purpose of  

the theory is not to explain instrumental outcornes o f  organizational action, but 

rather to increase understanding o f  how normative and substantive 

environmental factors and various relevant actors jointly influence the structure 

and processes within organizations and organizational fields. One of the 

processes (or states) o f  particular relevance in institutional theory is legitimacy, 

which can be considered the desired "outcorne" of organizational action. 

Theories of organizations have been described as being of three types: theories 

of external control, theories which see organizations as rational actors striving 

for some instrumental outcornes, and social constructionist theories which 
- 

conceptualize organizations as "paradigms and processes" (Prasad 1994, p. 

62). Institutional theory falls within this third group and embraces a more 

meaning centred approach towards understanding organizational phenomena. 
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Organizations were first described by Katz and Kahn in 1966 as flagrantly open 

systerns in which it was postulated that to understand organizations, one 

needed to understand how the input of energies was translated into outputs 

through transactions between the organization and its environment. The idea 

that organizations are deeply and essentially embedded in their wider 

environments rose to prominence in the late 70's and early 80's. The 

institutional perspective was one o f  several theories which arose to 

counterbalance the notion that organizations are bounded, relatively 

autonomous and rational actors. 

In a general sense, the major contribution o f  institutional theory is the 

reconceptuaIization of the role and influence of  the environment (Scott, 1991 1. 

Whereas other organizational theories are more concerned with material and 

tangible aspects, such as reçources (Pfeffer and Salancik, 1978), or exchange 

transactions (Williamson, 1 981 ), institutional theory conceives of the 

environment as being cornposed of a variety o f  meaning systems which 

constitute a distinctive set o f  elernents that can account for the existence and 

form of organizational structure. This conception of the environment is often 

attributed to  Meyer and Rowan when they spoke of myths in 1977 (Scott, 

1987). Myths are widely held beliefs which cannot objectively be tested 

(Scott, 1992). They are "true" or powerful only because people believe them. 

Often these myths give rise to formal structures that are not perhaps the same 
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form they would be if pure efficiency or technical considerations were the 

determining factors. Myths are rationalized because they take the form of  rules 

specifying procedures necessary to  accomplish a given end. 

For example, the funding of medical research through granting mechanisms 

administered by organizational forms existing specifically for that purpose is 

accepted without question as a critical factor in the process of doing medical 

research. It is a key aspect of the research process in Canada and in most 

western countries. An acceptance of this approach has resulted in elaborate 

structures and processes which are part of the rnechanism of allocating 

resources for the purposes of research. Elaborate systems for the receipt of 

research proposals, the adjudication of those proposals, for assessrnent of 

research credentials have evolved. The accornplishment of research operates 

as an institutional myth. In other words, the value or relevance o f  medical 

research is never questioned. The appropriateness of taking that particular 

approach is never questioned. With the acceptance of the granting mechanisms 

for doing research cornes the unquestioned incorporation of the processes 

associated wi th that myth. 

The theoretical framework for the present research is the current sociological 

version o f  institutions. Most of the recent work has been done by Scott and 

colleagues (Scott, 1995; Scott & Meyer, 1994; Scott & Christensen, 1995). 
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There is increasing emphasis on cognitive aspects o f  the environment (Meyer, 

1 994; Meindl, Stubbart, & Porac, 1 994), whereas earlier work otten focused 

on normative and rule-like aspects (see, for example Fligstein, 1990). The 

cognitive basis for institutions is illustrated by Meyer (1 994) when he describes 

elemems of a general institutional model. Meyer's four level rnodel, which will 

be described in more detail later in this chapter, iIIustrates the distance 

between thoughts and ideas and the existing organizational structures. While 

organizational structures a t  any point in time are directly observable, those 

forces which may have helped to shape those structures are not necessarily 

tangible. Existing formai structure and practices reflect an array of forces that 

are quite apart and distant from the organization itself. 

There is a general theme of ambiguous or competing goals in the view of  

institutional theorists. In traditional organization analysis, formal structures and 

processes are seen to be oriented primarily to achieving certain goals or 

objectives o f  the organization, i.e a productive or instrumental function. Scott 

(1 992) referred to these as technical criteria. This is juxtaposed against 

I institutional criteria. Institutional criteria have more to do with focusing 

performance of  processes or establishment of practices or structures 
- 

on the 

which 

enhance legitirnacy for the focal organization within the relevant organizational 

field. Abrahamson and Fornbrun (1 992), for example, argue against the notion 

o f  rational behaviour as the principal characteristic of most organizations. 
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lnstitutionaf theory is of interest in the study of influences on policy relating to 

breast cancer research in Canada because the milieu of  relevance is an 

organizational (or interorganizational) field, and the circumstances are such that  

groups with varying interest in the issue are actively engaged in shaping the 

system within which breast cancer research is accomplished. 

Institutions and Orsanizations 

J t  is important to  differentiate between institutions and organizations because, 

although conceptually distinct from an organizational theory perspective, the 

terms are often used interchangeably in everyday language. Organizations are 

often referred t o  as "institutions", and although this is  true in a generic sense, 

institution has a very specific connotation from an organizational theory 

perspective. 

In addition to the aforementioned situation, institutions are difficult t o  describe 

and define for another reason. First, they are not  tangible in the traditional 

sense of  having mass and volume; rather they are entities that, because of their 

ubiquitousness in our society, are often taken for granted but nevertheless have 

profound impact on organizational structure and processes. Although there are 

varying interpretations of institutions, there is a general sense that an institution 
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is a social order or pattern (standardized interaction sequence) that has attained 

a certain state or property; institutionalization is the process of such attainment 

(Jepperson, 199 1 ). Jepperson (1 991 ) identifies a variety of social institutions 

Le. marriage, the handshake, the vacation, voting. These are production 

systerns, enabling structures, social programs or performance scripts. They 

connote stable designs for chronically repeated activity sequences. Institutions 

are identified, not only in the social and organizational realm, but also in 

economic and political spheres. The "firm" is perhaps the most important 

economic institution whereas voting, the legislative system and the "staten are 

political institutions which we take for granted in our everyday lives (March 

and OIsen, 1989). 

Although in everyday usage, organizations are often called institutions, this is 

not consistent in the specific instance with the theoretical notion o f  institution, 

as described by Jepperson (1 991 ). However, in the general sense, the 

organizational form is an institution, one that permeates al1 societies today. 

Perhaps Zucker (1 983, p. 1 ) has most succinctly expressed the difference 

between organizations and institutions when she said "Organizations are the 

pre-eminent institutional form in modern society". In a general sense, an 

organization is a collection of structures and processes purportedly put together 

to accomplish some particular end or objective. The primary distinguishing 

characteristic of an organization is the primacy of orientation to the attainment 
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of a specific goal (Parsons, 1960). This is not a universally accepted description 

of organizations, but serves to  differentiate them frorn institutions for the 

purpose of this study. 

Institutions, in this research field, include such practices as funding of research 

through "objective" funding agencies, peer review, certain forms of presenting 

ideas t o  the scientific comrnunity, and the use of established outlets for 

presenting and publishing results, for example. 

Notwithstanding the necessity of differentiating between organizations and 

institutions, Scott (1 995) suggests that more studies are needed that focus on 

the relation between institutional and organizational processes. As the CBCRl 

was very much in its formative stages when this research was done, and policy 

decisionç were used to  represent actions, this study is clearly studying 

organizational processes from an institutional perspective. 



The Institutional Environment 

To provide the required focus for this research. a tentative identification of  the 

relevant dimensions of  the institutional environment needs to be made- The 

institutional environment is seen to  be cornposed of actors. or stakeholders, 

and belief systems and rules which influence the actions of actors. (Meyer & 

Scott 1 983). 

The institutional environment consists o f  the symbolic systems that we as 

social beings develop to impute rneaning to  our world; it comprises the cultural 

rules we employ to construct frameworks that permit common understanding 

and support collaborative action. Scott (1993) points out that in modern 

societies, these symbolic systems become highly differentiated around 

particular sets of activities sa that it is possible to and useful to talk about the 

"culture" of a specific domain, such as medical care, and to identify distinctive 

institutions that develop to  frame and give meaning to  activities that surround 

efforts to  cure and care for the il1 (Scott, 1993). In a similar vein, it is possible 

to describe the institutional environment o f  breast cancer research. 
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Beiiefs are rational rnyths. That is, they identify specific social purposes and 

then specify in a rule-Iike manner what activities are to  be carried out (or by 

whom) to achieve this. In the Meyer and Rowan (1977) sense. rnyths depend 

for their potency on the fact that they are widely shared, or are promulgated 

by individuals and groups that have been granted the right to determine such 

matters. 

In a general sense, the institutional environment includes public opinion, 

educationai systems, laws, courts, professions, ideologies, regulatory 

structures, certification and accreditation bodies (Scott, 1987). Abrahamson 

and Fombrun (1 992) postdate that there are four major societal sectors which 

uitimately impact on  the macro-culture. These are the media, educational, 

governrnental and business sectors. Others (e.g. Scott. 1993) would include 

professionals as a specific category, while Abrahamson and Fombrun see 

professions as exerting their influence primarily through businesses. This may 

be relevant in the private sector, although it could be argued in the health field 

that professionals, particularly physicians. exert their influence in ways that go 

beyond their involvernent with the organization that employs them. Professional 

associations, indeed, are often responsible for licensing health professionals 

(Le. physicians and nurses), and in the Canadian context physicians' collectives 

negotiate directly with government with regards to compensation, even if the 
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work for which they are being compensated is actually done in organizations 

formalfy constituted, such as hospitals. 

Meyer (1 994) has begun to articulate varying levels o f  the institutional 

environment according to how close or far away influences are conceptually 

from the organization. Research has tended to focus on the organizations which 

exist a t  the end of the causal chain, and often researchers have examined only 

the environment which immediatety impacts the organization. As described 

earlier, Meyer (1 994) conceives of an institutional model with four levels o f  

influence (Figure 3.1 ). Formal rules such as legislation or regulations, and 

ideology often can be seen to be directly related to existing organization forms 

(Level 2 in Meyer's model). Fligstein (1990) for example, showed that the 

structure o f  corporate America evolved to reflect differences in regulatory 

processes over time. These regulatory environments were, in turn, no doubt 

influenced by professional doctrines (e-g. accounting), and regimes o f  the 

United States government (Level 3). The source of changed rules or ideologies 

is most often seen to  be t h e  state or professions (DiMaggio & Powell, 1983). 

Meyer's fourth level, and the one most distant conceptually from the directly 

obsewed organizational form, includes the rationalized public culture which 
.. 

includes an array o f  forces that are quite apart and distant from the 

organization itself. Nevertheless, institutionalists would argue that the 

influence of these distant forces iç very strong and long lasting, if not obvious 
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or public ideologies are the heart of  

processes, and often result in easily 

observed changes in organizational structure and processes, such as the 

transition from large mental hospitals to community based care, which has 

taken place as a result of  a change in ideology about the preferred way of 

dealing with people with mental disorders (Meyer 1 994, p. 34). 

Figure 3.1 : Elements of a rationalized environmem (Meyer 1994) 
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In the following section, key aspects (stakeholders, and beliefs and rules) of 

the institutional environment as they reiate to  breast cancer research, are 

discussed. In his most recent work, Scott (1 995) has presented a typology of 

institutional elements which, in a general sense, are the key components of an 

institutional environment. These elements (which he also refers to as pillard are 

described as regulative, normative and cognitive. Regulative elements include 
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rule-setting, monitoring and sanctioning activities and in a general sense are 

attended to by ail scholars when they consider the constraining and regularizing 

aspects of institutions (Scott, 1995, p. 35). The normative pillar emphases 

those rules that introduce prescriptive. evaluative and obligatory aspects into 

everyday life and includes both values and norrns. Norms specify h o w  things 

should be done, whereas values are conceptions of a preferred States or 

actions, implying some standards t o  which structures or  behaviour can be 

compared (Scott. 1995, p. 37). Cognitive elements represent those rule that 

constitute the nature of reality and the frames through which meaning is made 

by individuals (Scott. 1995, p.40). It is this focus on cognitive aspects which 

is the distinguishing feature o f  recent work in institutional theory. Scott, in 

essence expands and further explicates the notion o f  myths introduced by 

Meyer and Rowan in 1977. 

Stakeholder Enactment in the Institutional Environment o f  Breast Cancer 
Research 

Because of  the conceptual ambiguity surrounding actors and their definition, 

involved parties will be referred to  as stakeholders, following the definition of 

Freeman (1 984). who defines stakeholders as those who affect, both directly 

and indirectly, or are affected by, a particular activity or situation. In the 

institutional environment of  breast cancer and breast cancer research, there are 
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several groups who are primarily involved. These include the scientific 

community, professional care-givers, breast cancer patients and survivors, 

regulatory agencies, policy makers and funding agencies. 

The scientific community surrounding breast cancer includes scientists working 

in a wide range of areas. Basic scientists study the biologic and therapeutic 

mechanisms of  cancer; epidemiologists study the determinants and distribution 

o f  breast cancer within a population, clinical scientists study patient reactions 

to  a variety of  interventions, and psychosocial researchers study various 

aspects of the hurnan response to  breast cancer. For the most part, scientists 

carry out their work in academic institutions which are a powerful carrier of 

institutions. 

Clinicians, or those professional care givers involved with breast cancer patients 

are stakeholders in the breast cancer organizational field as well. In addition to 

their professional interest in enhanced outcornes for  patients, they are the 

primary agent for breast cancer clinical studies, and are the ones who explain 

clinical trials and recruit and care for patients while on  clinical trials. Much of 

cancer treatment is provided or coordinated by specialized centres, and a 

relatively high proportion o f  cancer patients are involved in research trials 

related t o  one aspect of treatment or another. Multi-centre trials are very 

common in the cancer field. Research groups such as the Clinical Trials Group 
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o f  the National Cancer lnstitute o f  Canada (NCIC), the National Surgical 

Adjuvant Breast Cancer Protocols (NSABP) are examples (Fisher, B., Dignam, 

J., Bryant. J., DeCilliç, A., Wickerharn, D.L., Wolmark, N.. Costantino, J., 

Redmond, C.. Fisher, ER.,  Bowman, D.M., Deschenes, L.. Dimitrov. N.V. 

Margolese, R.G., Robidoux, A, Shibata, H., Terz, J. Paterson, A.H., Feldman, 

M .I., Farrar, W., Evans, J. & Lickley, H.L., 1 9961. These groups develop clinical 

trials t o  evaluate a particular treatment in a group of patients with cancer of a 

certain type and stage of advancement, and then recruit patients from many 

treatment organizations in Canada or North America. 

Breast cancer patients are also stakeholders in the organizational field. Until 

recently, their prirnary presence has been as the putative beneficiary of research 

efforts. As indicated in Chapter Two, breast cancer suwivors are becoming a 

more apparent influence in the field. Breast cancer patients and survivors are 

speaking out, writing books, making presentations t o  politicians and cancer 

related agencies, and generally taking a much higher profile in the area of breast 

cancer and breast cancer research. For example, four individuals as well as 

representatives from seven groups with an interest in breast cancer (e.g. 

Burlington Breast Cancer Support Service, lnc.; CBCF; Je Sais/l Know; CCS) 

appeared as witnesses at the Parliarnentary sub-cornmittee hearings (Greene, 

1992). One of those individuals appearing was a journalist frorn Montreal who 

has  also published a book titled "Patient No Moren (Batt, 1995). 
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Public policy rnakers are also active in the breast cancer research area. The 

creation and form of  research funding agencies in Canada ultimately affects the 

access to  funds for breast cancer scientists. The fact that the Federal 

Department o f  Health, lead vocally by the Minister of Health, Benoit Bouchard, 

identified breast cancer as a priority and initiated severai programs in 1993 

attests t o  the influence of the state in the breast cancer field. One o f  the 

initiatives was the research initiative (CBCRI), but  there were also initiatives in 

clinical guidelines and information projects, for example. 

The stakeholders on the resource provision end of cancer research are, for the 

most part, formally constituted funding agencies. The Federal government 

channels money into health related research primarily through two agencies, the 

Medical Research Council (MRC) and Health Canada through the National 

Health Research and Development Program (NHRDP). The Medical Research 

Council consists o f  22 people appointed by the Governor in Council. whose 

mandate is to  promote, assist and undertake basic, applied and clinicai research 

in Canada, in the health sciences, and advise the Minister as requested (Medical 

Research Council. 1992). The Medical Research Council's traditional strength 

has been in biomedical research, but in a recent update of its strategic 

directions, is expanding its role to a include a broader range o f  health research. 
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The NHRDP funds leading-edge research in public health and health services to 

support the mandate of Health Canada. It funds research on health services (Le. 

evaluation of models for management of the health care system) health 

promotion (Le. research into the physical, mental, sociocultural, environmental 

and economic factors which account for differences in health) and illness 

prevention. In addition to  these core areas, NHRDP often funds special 

programs to focus research on health issues which have becorne national 

priorities (i-e. AIDS, tobacco) (Health Canada 1995). In the earfy nineties, 

breast cancer was identified as a national health priority, and many related 

issues have since been undertaken b y  Health Canada. In addition to the 

research initiative (CBCRI) Health Canada is involved in several initiatives under 

the rubric Canadian Breast Cancer Initiative. These include the development of 

clinical practice guidelines, information exchange projects, professional 

education and screening. 

In addition to the two federai government agencies, breast cancer research is 

also supported by a number o f  private non-profit agencies. The largest funder 

of cancer research in Canada is the National Cancer Institute of Canada, which 

receives its funds indirectly through donations from the public. Its major 

sources of funds are the Canadian Cancer Society, which in 1995 contributed 

about 33 million dollars and the Terry Fox Foundation, which provided 6 million 

dollars. The Canadian Breast Cancer Foundation also funds breast cancer 
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research in Canada. This Foundation was forrned in Toronto several years ago 

for the purposes o f  raising money for breast cancer research and education. 

ln addition to  the national research funding organizations there are a variety o f  

provincial agencies which have an interest in health research. Programs 

associated with the treatment agencies in the provinces fund cancer related 

research, although to date, there has been no particular emphasis on breast 

cancer research, 

BeIief Svstems and Rules in Breast Cancer Research 

In addition to  the "actorsn or stakeholders, the institutional environment 

consists of institutional myths (beliefs, rules and assumptions) which influence 

what happens within an organizational field. In the case of breast cancer 

research, relevant beliefs are embedded in a wide range of domains: 

preeminence of the medical paradigm, shift t o  a managerial paradigm, 

consumerism, the scientific paradigm, human rights and women's issues. 

The preeminence of the medical/scientific paradigm has been well established 

in the Western world (Starr, 1982; Gray, Doan & Church, 1990). Much of  the 

legitimacy o f  the medical profession lies i n  its integral links with science. 

Western medicine claims a great deal of  authority on the basis o f  science and 
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scientific research, even though there are rnany examples where science and 

research do not necessarily provide good evidence for a particuiar intervention. 

For example, Rachlis and Kushner ( 1  994) cite the example o f  continued use of 

expensive. toxic chemotherapy for the treatment of a particuiar type of  lung 

cancer, despite many clinical trials which have not shown any benefit of such 

treatment. In the cuvent era o f  health reform, there is a renewed cal1 for 

"evidence based decision making", once again reinforcing the notion that 

medical care is objective. and should be objective, and based primarily on 

scientific evidence. 

The testimony of  the sciences is a powerful sort o f  rationalization, claiming 

universal scope, in Meyer's (1994) terms. Any given organization is now 

surrounded &y a much denser system o f  organized professional groups, and 

they often exert their daim t o  professionalism on the basis o f  a solid scientific 

foundation of what they do. This is one of  the factors which distinguishes the 

medical profession from other professions, such as chiropractic, whose origin 

can be traced to a charisrnatic man who involved organizational and 

merchandising skills to promote the development o f  a school of chiropractic 

that flourished in the nineteen twenties in Iowa (Wardell, 1 981 ). The first 

substantive evidence of  scientific evaluation of a chiropractic routine was 

reported in 1975, fully 50 years after the origination of the form o f  treatment 

(Wardell, 1981 1. Chiropractors have managed to maintain their independence 
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from the medical profession to this day. The original ideology of chiropractic is 

non-scientific, in contrast to medicine. 

The science world view brings with it many rule-like processes, which exert a 

very strong influence on the daily [ives of scientists. Achieving recognition 

through competition in peer reviewed granting processes, working towards set 

and immutable deadlines for proposa1 submissions, carefully excusing oneself 

from a review process when there is a potential conflict of  interest between 

you and the proposa1 writer during a grants competition; al1 of  these actions 

assiduously reinforce the notion that science is serious business. By implication 

then, any results discovered by way of  this process are valuable indeed. Some 

would daim that the ancient priviiege accorded science has been largely 

rescinded (Pels, 19951, but there is little overt evidence of that in the cancer 

research field in Canada. 

There has been a general increase in the involvernent of consumers in societal 

decision making in the recent past. The consumerism movernent has increased 

significantly since the initial involvement of Ralph Nader (see, for example, 

Homemakers Magazine, 1991). Consumer choice is a dominant theme guiding 
- 

health policy development as well (Havighurst, 1986). Recent books providing 

overviews of health policy include significant sections of the role and inRuence 

of consumers (Sutherland & Fulton, 1994; Rachlis & Kushner, 1994). 
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Consumer/su~ivor involvement in policy processes is beginning t o  happen, as 

was the case in the Ontario initiative to plan a provincial cancer strategy 

(Ministry of Health, 1 994). Gray, Fitch, Greenberg, & Shapiro (1 995) 

interviewed rnany o f  the survivor/lay representatives involved in that  process 

and indicated an ongoing need to monitor various aspects of consumer 

participation. During the last decade, legislation requiring formal consumer 

participation in federally funded health care programs have becorne accepted 

policy in the USA (Hansen, 1 980). 

The profile o f  women's involvement in the world, particularly the organizational 

world, has changed dramatically in the past decadeç. A new set of n o m s  about 

the status of women, although unlikely t o  be directly enforced. becomes 

available and provides potential grounding for a whole new set of potential 

actions and reactions. In doing organizational analysis, we tend to  ignore large 

scale changes that occur globally such as the changing global role of women 

(Meyer, 1 994). 

Meyer (1 994), in his four level mode1 o f  the institutional environment, has 

alerted us t o  the importance of thinking about the proximity o f  institutional 

forces, and being alert t o  those that influence, even though they do not  have 

direct impact on structures and processes within organizations. 



The Question of Lecaia'macv 

The notion o f  leaitimacv is central in institutional theory. Legitimacy is the 

outcome o f  interest from an institutional viewpoint. This is contrasted with the 

achievement o f  critical goals and objectives, as is often the case in traditional 

organizational analysis. Whereas in traditional organizational analysis the 

achievement o f  critical goals and objectives is usually the focus o f  interest, 

from an institutional viewpoint, it is legitimacy. Suchman (1 995) has provided 

an insightful analysis of the Iiterature on legitimacy in which he provides a 

typology and points out some of the inherent ambiguities in the Iiterature. He 

points out the fundamentai difference between the strategic perspective and 

the institutional perspective. In a general sense, the strategists such as Pfeffer 

and Salancik (1 978) and others are more concerned with the implications of 

legitimacy for managers, wheteas the institutionalists are more concerned with 

understanding the impact of the wider and less tangible environment on 

legitimacy. lnherent in the consideration o f  this broader institutional 

environment is the notion that it may not be possible to  "manage" it, and 

therefore the concern is more with understanding the legitimation process and 

what it means for organizations. 
- 

Suchman argues, however t h a t  there is no particular need t o  dissociate the tvvo 

perspectives, and he develops a typology which accommodates both. At one 



53 

end of the legitimacy typology is pragmatic legitimacy, which is concerned with 

self interest, and therefore, based largely on those elements (exchange 

relationships and general disposition toward a particular organization) which 

result in favourable tangible results for the organization. The second type of 

legitimacy is moral, which is not based on self interest, but rather on the 

perception that something is the "right" thing to do, a position which is based 

on public discussion. This moral legitimacy can be based on various forms of 

evaluation: of consequences, of  procedures, of  structures and of leadership. 

The third type of legitimacy is cognitive. As consideration moves away frorn 

the pragmatic considerations and toward cognitive legitimacy, the concept 

becornes more elusive, and therefore harder t o  manipulate, or manage. This 

notion of cognitive legitimacy asserts that some organizational aspect is 

desirable or appropriate, because people's thought patterns convince thern it 

is so. Individuals arrange their experiences into "stories" that make sense to 

them. This sensemaking depends on the availability of  cultural rnodels or 

explanations for the observed or experienced events. Dei (1 994), for example, 

provides an account of Afrocentricity whereby people try to understand events 

relating to Africa. 

- 

This cognitive aspect of legitimacy is very much in keeping with the recent 

emphasis on cognitions within institutional theory. This emphasis has to do 

with connecting means with ends, and the construction of  "accountsn which 
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provide underlying rationale for the existence of a particular organization. The 

force of legitimacy arguments will be determined by the amount o f  consensus 

within the relevant sector regarding the appropriateness o f  the means selected 

to achieve the desired ends (Scott, 1 99 1 ) . 

Legitimacy is a "generaiized perception or assumption that the actions o f  an 

entity are desirable, proper, or appropriate within some socially constructed 

system of  norms, values, beiiefs, and definitionsn (Suchman, 1995, p. 574). 

Legitirnacy is determined by the relevant internai and external audiences who 

pass judgement about the correctness or appropriateness of the various 

dimensions of an organization (Prasad, 1994). This logic of  appropriateness has 

been contrasted with the logic o f  consequences by March and Olsen (1 989). 

although Suchman incorporates both notions in his typology. As a general 

statement, legitimacy is more often derived from sources external to the 

organization (Hybels, 1 995). 

The consequences of legitimacy depend on the perspective that one takes, Le. 

strategic or institutional. At the instrumental (strategic) end of the scale, access 

to resources is an expected consequence or marker o f  increased legitimacy, - 

while at the other end (cognitive) the extreme consequence would be the right 

to survive as an organization. Or perhaps more directly, lack o f  legitimacy, 

could in the worst case lead to death of the organization. Using a population 
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ecology framework, organizational births and deaths are often used to  indicate 

legitimacy of a specific organizational form on a macro level (Singh, Tucker & 

House, 1986). 

The concept of legitimacy has been operationalized in a number o f  ways. 

Suchman's (1 995) overview suggests that the following questions are 

important to ask when trying to  determine legitimacy: Who cares about the 

activities of  a certain organization? What questions do they ask (explicitly, or 

in the case o f  cognitions, implicity) with regards to  the organization's actions? 

What attention do other constituents in society pay to the opinions of the 

group doing the rating? In other words, what societal right has been given t o  

the rating group to determine the appropriateness of  an organization's actions? 

In the case of  breast cancer research, it is clear that  scientists and medical 

professionals have a long standing right to  make judgements about the actions 

o f  organizations engaged in breast cancer research. In the Breast Cancer Forum 

held in Montreal in 1993, scientists and medical professionals were very much 

in evidence, as were volunteers, government and policy people. Of  note, 25% 

of the attendees were women with breast cancer and family members. Events 
- 

o f  the preceding past obviously had increased the salience o f  women with 

breast cancer as being one o f  the constituents who were important. Research 

organizations would be characterized by  Suchman (1 995) as inevitable, 
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procedurally legitimated organizations subject to constituent direction. 

Procedural aspects are particularly important when outcornes are less apparent 

or concrete. As mentioned previously, the procedures practised in the research 

cornmunity are very well established and routinized. It would appear, however, 

that  there is a t  Ieast one new constituent group (Le. survivors) that  is being 

considered as important by at least soma of the traditional constituents in the 

breast cancer field. 

Research Direction 

Recent events in Canada have resulted in a new organizational initiative in 

breast cancer research. Given that the profile o f  the disease itself as a medical 

condition has not changed substantively in the recent past, it is o f  interest t o  

t ry t o  understand what has given rise to the new focus and directions in breast 

cancer research. An institutional perspective is taken in the present research. 

lnitially a general focus is taken t o  identify those meaning systems (beliefs, 

values and assumptions) which exist which have relevance to breast cancer 

research and which may have influenced the organizational structure and 
- 

processes which have been observed during the recent past wi th regards to 

breast cancer research in Canada. Subsequently, the research focuses on a 
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specific aspect of the current situation, that of the involvement of  a potential 

new institutional actor, Le. breast cancer survivors. 



CHAPTER FOUR 

RESEARCH STRATEGlES 

This is an interpretive study. lnterpretive approaches have evolved to counter 

the Iimits of positivisrn (Morgan, 1983; Morgan & Smircich. 1980) and 

therefore are often described in contrast to approaches and constructs used by 

logical positivists in research endeavours. Whereas the goal of research in the 

natural sciences is scientific explanation, the goal in interpretive work is 

understanding of the meaning of social phenornenon (Schwandt. 1994). The 

primary interpretive perspective taken in this research is that of social 

constructionisrn. Social constructionists are concerned with the meanings of 

events and human actions. As Prasad (1 99 1 ) summarized: 

Organization research that is informed by a social constructionist position 
is mainly interested in how actors constmct and make sense of their 
worlds, and what rneanings events and interactions hold for them. 
Following from this, social constructionist work is also less interested in 
establishing the "facts" of a situation and more interested in the insights 
gained from understanding how people define the situation (Emphasis 
hers) . 
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The framework for  this research is institutional theory. The fundamental 

building blocks o f  institutional theory are social constructions based on the 

cognitions o f  those involved (Powell & DiMaggio, 1991). The assumptions 

that are inherent in the approach taken here are three fold. First, a social 

constructionist perspective assumes that organizational members actively 

create, or enact, the reality they inhabit. Berger and Luckman (1967) stress 

that this enactment is based very much on knowledge gleaned by individuals 

in their everyday life. lndividuals corne to understand their world through their 

everyday activities, face to face interactions with others in the "inner circle", 

as well as more anonymous interactions with others, al[ of which are 

interpreted through the experience o f  everyday life. Second, it is assumed that 

the social context within which the enactment occurs is important. This is 

inherent to Berger and Luckman's explication o f  the construction o f  knowledge. 

The third assurnption made is that there is no inherent hierarchy in methods 

used t o  increase knowledge of a subject. Research is understood to be a 

process through which reflective consideration is made possible, and that there 

are many different approaches through which t o  do that (Morgan, 1983). The 

interpretive approach 

situation under study, 

about it- 

taken here focuses on increasing understanding o f  the 

and not with identifying any particular "truths" or "factsn 
- 



Research Questions 

Given the observation that despite no significant change in the biological 

condition o f  breast cancer, there has been a change in the profile and attention 

which has been accorded breast cancer recently, it is of interest to  try t o  

understand, at  a societal level, the explanations for this focus. An institutional 

perspective provides a frame through which to  examine societal beliefs and 

forces which may be impacting on the actors and actions within the field. The 

research questions of interest in the current work are: 

1. What societal level meaning (belief) systems exist with relevance to  

breast cancer research in Canada? 

2. How did societal level meaning systems impact the initiation of the 

CBCRI? 

3. How have meaning systerns influenced the policy decisions made within 

the breast cancer research field? and, 

- 

4. What are the bases for the iegitirnacy of various stakeholders with 

regards to  their influence on policy directions? 
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These research questions begin with a general perspective, and progressively 

become more focused to look at specific aspects of the recent activity in breast 

cancer research in Canada. 

Conceptual Framework for Data Collection 

The conceptual framework for data coIlection is derived primarily frorn 

institutional theory, Like most organizational theories, the overall purpose of 

institutional theury is to enhance understanding of organizations, their structure 

and functioning. As indicated in Chapter Three, it is the nature of the 

institutional environment that is particularly unique to this approach, with 

institutional elements (regulative, normative and cognitive) offering a distinctive 

perspective to organizational analysis. These institutional elements together 

with actors are the two prirnary foci of institutional theory. There are three 

concepts inherent to institutional theory which are of  particular interest in this 

research. These are Iegitimacy, which is an important outcome frorn an 

institutional perspective, the potency of institutional myths and the cognitive 

perspective which underlies the rationakation of the institutional environment. 
- 

A focus on the centrality of cognitive systems forms the foundation for the 

sociological version of the new institutionalism in organizations (Scott, 1995; 

Powell &DiMaggio, 1 991 ). 
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This research could be conceptualized as an "intrinsicn case study, as 

described by Stake (1994). His focus is on optirnizing understanding of the 

case, as opposed to generalization beyond it. In this case, the Canadian Breast 

Cancer Research Initiative (CBCRI) is the case of  interest. It is a specific, 

unique, bounded system. This implies that this "casen was chosen for study 

primariiy because it is intrinsicaliy of  interest, with enough issues and 

circumstances inherent within it t o  be of interest as a singie case. This does 

not necessarily mean that cornparisons can't be made, or generalizations o r  

theoretical implications sought, but  these are not  the prirnary motivation. The 

implication o f  considering this an intrinsic case study is that there is an 

obligation to present the "casen in sufficient descriptive narrative so that  

readers can vicariously experience these happenings, and draw their own 

conclusions, in addition to reading the writers interpretation of the data 

presented. 

Studv Site 

The Canadian Breast Cancer Research Initiative (CBCRI) was estabfished in 

1993 and was the primary research site for this study. Four national agencies 

form the principal partners in a broad alliance of partners who have adopted 

objectives relating to  1) funding a broad spectrum of cancer research whose 



ultirnate objective is the eradication of breast cancer; 2) 

standards o f  scientific excellence through the peer review 
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maintaining high 

process, and 3) 

establishing an alliance of partners consisting of  national businesses, non-profit 

agencies, government, the cornmunity, and the public to  generate resources 

necessary to  undertake this initiative building upon and enhancing existing 

programs and faciIities. The principal partners who signed the memorandum o f  

understanding in March 1993 are the Canadian Cancer Society (CCS), National 

Health and Welfare (NHW) (now Health Canada), the MedicaI Research Council 

(MRC) and the National Cancer lnstitute of  Canada (NCIC). A Management 

Committee has been struck to  provide direction for the CBCRI with regards to 

policy and priorities related to breast cancer research. The Management 

Committee consists of fifteen members including practicing professionals, 

researchers from a variety of disciplines, as well as several breast cancer 

survivors. 

The business o f  the CBCRI is conducted by a combination o f  processes and 

events. The Management Committee meets regularly four times per year in 

Toronto for usually one and a half days. The Steering and Liaison Committee 

usually meets preceding the Management Committee for a short time, and - 

conducts business at other times by teleconference as necessary. A Iist of 

meeting dates of both these committees from inception to  the end of the study 

period is included in Appendix C. The CBCRI is administratively housed at the 
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NCIC, and is specifically supported by several staff members, in addition to the 

general operational support of the NCIC. It is the practice that members of the 

Steering and Liaison Cornmittee also attend the Management Cornmittee 

meetings. Several staff rnembers (both CBCRl specific staff and NClC staff ) 

attend meetings as well. As projects and priorities are identified, there is often 

a task force appointed to address this issue. Typically to date, these task forces 

have been chaired by a mernber of  the Management Committee, and the task 

force usually includes others who aren't rnembers o f  the Management 

Cornmittee, but who have a particular expertise in the area in question. The 

task forces generally meet between Management Cornmittee meetings to do 

their work, and they are supported staff wise, by the CBCRl staff housed in the 

NClC offices in Toronto- 

Data Collection Strateqies 

Data collection was done relating to the two components of  interest in the 

institutional framework: societal level rneaning systems and policy decisions 

within the organizational field. Policy decisions were chosen as the focal - 

interest, as in this context, where work was done through a cornmittee 

mechanism. the action of making policy decisions seemed to be the primary 



65 

action of  the participants. Stakeholder actions are a key dimension from an 

institutional perspective. 

Observation at Meetinus 

The representatives o f  the sponsoring partners (a group which came to be 

known as the Steering and Liaison Committee) met formally for the first time 

in November 1992 and met three times after that before the first meeting of  

the Management Committee was held on May 29, 1993. This research 

covered the period o f  March 1 995 to May 1996. All meetings (March, June, 

September, December) o f  the Management Committee in 1995 were attended 

in person, and telephone feedback from several members o f  the Management 

Committee was sought with regards t o  the March 1996 meeting. Four (one in 

person meeting and three teleconference) meetings of the Steering and Liaison 

Committee from June 1995 to  February 1996 were attended. In the initial 

meeting with the Management Committee, it was agreed that  the researcher 

would attend meetings in an observational capacity (as opposed to participant 

observation). Extensive field notes were made during the meetings and - 

immediately after. Documents (minutes, newsletters, background books for 

meetings, etc) pertaining to the CBCRI were collected as possible to  
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supplement and aid with the interpretation o f  data from personal interviews and 

meeting observation. 

Key Informant Interviews 

Face to face interviews were held with the key informants a t  a mutuafly 

satisfactory location (usually their workplace) between June 1995 and 

September 1995. With respect to policy decisions, multiple sources of data 

were used. These sources included: interviews with key informants, field notes 

from participant observation at meetings of the Steering and Management 

Cornmittees o f  the CBCRI, and minutes from the CBCRI. The interview guide 

for participants in the CBCRI is inciuded in Figure 4.1. These interviews were 

guided by a set of questions focusing on the background of  the informant, and 

a set of "grand tour" questions, which focused on policy decisions or directions 

which the informant felt were important (Spradley, 1979). The initial questions 

relating to the informants' experience and history with the CBCRI provided an 

opportunity for building rapport, while the "grand tour" questions established 

the general framework within which information and insight was requested. - 

Initial interviews with al1 key informants (except one) were done in person, to 

ascertain the informants' views on key policy decisions which had occurred to 

that point in tirne. Subsequent interviews to gain information about the March 
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1996 meeting were done by telephone. Key informants were the mernbers of 

the Steering and Liaison Committee, rnembers of  the Management Committee 

o f  the CBCRI, and staff members who support the Initiative. A Iist of 

individuals involved in CBCRI is included in Appendix D. The members of the 

Management Committee were constant, Le. they were not replaced a t  meetings 

by anyone elçe if they were unable to attend. However, during the research 

period, several members o f  the Management Cornmittee who had cornpleted 

their terrns were replaced by new members. Members interviewed for this 

research were the original members on the cornmittee, although a couple o f  

the new members were interviewed by telephone with regard to the March 

1 996 meeting. 

On the other hand, Steering and Liaison Committee members often sent other 

organizational representatives if they were unable to corne. Those interviewed 

included individuals who had attended meetings at which I was present. The 

Steering and Liaison Committee consists of  representatives of the following 

agencies: Medical Research Council (President and Director, Prograrns Branch); 

Canadian Cancer Society (Past President and Executive Director, Programs and 

Planning); Health Canada (Director General, Extramural Research Prograrns 
- 

Directorate and Director, Preventive Health Services); and National Cancer 

Institute of Canada (Board Member and Executive Director). 
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In total, 32 interviews were done during the course of  the research. In al1 

cases, "rnember checkingn was done by returning notes made during the 

interviews to the informant to provide an opportunity for them to comment, 

clarify or correct the notes made during their interview. The purpose of this 

checking was to confirm that notes made reflected what the person said during 

the interview, and not to have the respondent validate, in any way, the 

researcher's interpretation of  the data (Silverman, 1993). 



Figure 4.1 : Interview outline for key informants 

Section 1 : Establishing rapport and background information. 

1. Can you describe how you came to be involved in the 
CBCRI, i.e. what  your background is, why you were 

1 interested, and how you became involved? 

2. What has been your agencies involvement in the breast 
cancer picture in Canada generally? 

Section 2: Regarding policy directions within CBCRI. 

1. The establishment o f  the CBCRI seems t o  have been an 
important event in breast cancer research in Canada. Can you 
describe the evolution o f  this initiative and the reasons behind 
it ? 

2. I'm interested in what you feel have been the most 
important policy decisions that have been made regarding 
breast cancer research. Can you tell me what you think those 
have been, and what it is about them that  makes them 
important? 

3. Can you describe the role that each of the stakeholder 
groups played in the specific policy initiative. What were the 
factors influencing the role that  the particular stakeholder 
group played? 



Print Media Database 

Consideration o f  the existing belief systems relating to  breast cancer research 

was partially informed by examination of data in the Canadian Index. This 

section deals with analysis of print media. The Canadian lndex is maintained by 

a private corporation in Toronto and is made available to the public in a variety 

o f  formats (Micromedia, 1993). Data for this research were extracted from the 

CD-ROM version of the index (Canadian Business and Current Affairs) for the 

period 1988-1 993. The Canadian lndex is comprised o f  four sub indexes: 

News, Magazines (Periodicals), Business, and International Affairs. Use of this 

index was partly for convenience; it was easily accessed a t  no cost (Hodder, 

1 994). 

The general topic areas examined included breast cancer, cancer research, 

womenrç issues, and medical science and research. In addition, special topics 

were examined as they became relevant to the ongoing analysis (Le. alternative 

medicine). The index contains titles of articles only, and these titles were used 

to glean an overall sense o f  the nature of discussion about the topics of 

interest. Over 3000 titles were included in the topic areas identified above. - 

Data were drawn from two different indexes inherent in the database. The 

News lndex abstracts articles from seven of the major daily newspapers in 

Canada (Globe and Mail, Halifax Chronicle Herald, Winnipeg Free Press, Calgary 
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Herald, Montreal Gazette, Toronto Star, Vancouver Sun), and the Magazine 

lndex from a wide variety o f  periodicals targeting the public, professionals, and 

a variety of  special interest groups. The CBCA lndex is a "reference guide to 

periodical literature from over 550 journals and newspapers" (Micromedia, 

1993). News coverage in the index does not include every article in the 

newspapers covered. A selection is made by the editorial staff of the items of 

significant reference value. The Index claims to  index "an overall cross-section 

of local, national and international current event articles" (Micromedia, 1 993). 

In the Magazine lndex 350 popular and academic journals are referenced. It 

covers a broad range of subjects and includes those publications readily 

available in Canadian libraries, including 30 major American titles which are 

readily available. (Micromedia, 1 993). 

The examination of these approximately 3000 article titles spanning a six year 

period prior to the initiation of the CBCRI was intended to ascertain a sense of 

the nature of discourse relevant to the breast cancer research organizational 

field. Media titles have been used by Einsiedel and Coughlan (1 993) in a similar 

fashion. Media coverage reflects one important aspect of culture. Policy 

decisions are often thought of as products of debate and consideration o f  those 
- 

parties irnrnediately involved in the discussion. However, as in Meyer's 

conceptualization of  a rationaiized environment, or in Schon and Rein's 

perspective on policy making, the beliefs, values and perspectives familiar t o  
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interest groups or society provide "metacultural frames" upon which 

individuals and groups draw to make sense of situations and to guide action in 

policy rnatters (Meyer, 1994; Schon & Rein. 1994). 

As this research is concerned in a general sense with the role and influence of  

a variety of stakeholder groups, the media analysis was approached from a 

perspective that would inform how various stakeholder groups were 

contributing to the topic of interest, and what primary pubkations in their field 

were saying. Print media is not considered to be a one way communication 

device. Print media is perceived to both reflect the main thoughts o f  a particular 

community, but also to influence those belief systems. For the purposes of this 

analysis. it is not critical to understand in which direction the influence is 

flowing, rather, the purpose of  considering this media is to achieve a basic 

understanding o f  the nature of the discourse within a particular stakeholder 

community, and to ascertain what, if anything, might be learned about 

interpreting stakeholdersr actions within the CBCRI. 



Data Analvsis 

Computer software (ATLAS/ti) was used to  assist data analysis. ATLASW is a 

tool designed to  suppon research work with textua1 data. The program provides 

a framework to support the determination of the elements which comprise the 

text and interpretation o f  their meaning. The use o f  ATLASti is premised on a 

phased approach whereby tex t  is organized and coded at the textual level, and 

then more advanced techniques are used at the conceptual level (Muhr, 1994.) 

There were two projects (or "hermeneutic unÏtsn, as they are called in 

ATLAS/ti) created for this research; one inciuded ail interview and field data 

relating to  CBCRI, and the other included data from the print media electronic 

database (Canadian Business and Current Affairs (CBCA)). 

In the CBCRI project, there were 52 primary texts generated from interviews 

(32 interviews and 20 notes made after interviews), 8 primary texts generated 

from field notes taken during observation a t  meetings (four meetings of the 

Management Committee and four meetings of the Steering and Liaison 

Cornmittee), as well as 27 primary texts which were minutes from meetings o f  

both the Management Committee and Steering and Liaison Cornmittees from 
- 

the beginning o f  the initiative until May 1996. 
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The CBCA project included 90 primary texts which were determined by the 

source (News Index, Magazine Index), year of entry, and topic. These primary 

texts could be combined in any number of ways for analysis (Le. news 

headlines for al1 years, headlines from all sources on a particular topic). 

In both projects, the initial step in the analysis was coding the textual elements 

in order to develop a comprehensive Iist of elements and concepts which were 

present in the textual data. ln ATLAS/ti, any segment (word, sentence, 

paragraph) can be coded as appropriate. In the CBCA data, the entire title 

(sentence) was coded as a unit. In the CBCRI data, the unit varied, but the 

segment most often coded was one or more sentences, and in some cases 

lengthy segments. After the initial coding of concepts and elements. the 

analysis o f  the two  data sets (CBCRI and CBCA) varied somewhat, and will be 

described more fully in the appropriate section. Aithough ATLAS/ti is designed 

to support more conceptual analysis via the creation of electronic links between 

codes, tex t  segments and memos, more paper based techniques, such as 

conceptual cluster matrices, as described by Miles and Huberrnan (1 994) were 

used in the present analysis. Memos had been written during analysis within 

the ATLAS/ti program, and these were used, but not  perhaps in the integrated 
- 

electronic sense that was envisioned by the program developers. 



Although both the CBCA data and data from CBCRI (interviews and field notes) 

were used in the analysis, they were analyzed separately and brought together 

oniy at the conceptual level. Therefore, the analysis o f  each will be described 

separately, in the first instance. Throughout the results chapters, when 

references to  text are included, they will refer t o  the prirnary text identifier, so 

that  if desired, the original text source can be identified. For example, a 

reference t o  P52:89 would mean that this refers to something said in primary 

tex t  nurnber 52 which was the 89th quote coded from that file. 

Analysis o f  Media Data 

Data from the NEWS Index (seven daily newspapers) was considered as the 

primary data source, with data from periodicals (journals and magazines listed 

in the Magazine Index) used in a secondary sense to add to  the understanding 

of the context within which the public media could be understood. In particular, 

periodicals more often target specific segments of the population (consumers, 

various professional groups etc), so were used to  explore frorn a particular 

stakeholder point o f  view. The time period 1 988-1 993 was chosen because 
- 

it provided approximately five years of data prior to the establishment o f  the 

initiative of  interest (CBCRI), and there were coding changes in 1988 of 
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relevance to the topics of  interest, so that using data prior to 1988 wouid have 

introduced another variable for consideration. 

The media analysis was undertaken in the following way. "Breast cancern and 

"Cancer-research" were the two primary codes examined in the Canadian 

News Index. As there was no specific code for breast cancer research, the 

headiines associated with the two related codes were considered to glean an 

overall sense of media coverage related to  breast cancer research. Additional 

codes from the News lndex were pulled to increase understanding of the 

context within which breast cancer research was being discussed. Hansen 

(1 991 ) and others have pointed out that considering the broader context is 

important when trying to understand media content. As previously stated, the 

Canadian Magazine lndex was used to identify subsets of periodicals which 

were targeting stakeholder groups of interest in this study: the medical 

community, women, and scientists. Headlines from these targeted periodicals 

were also exarnined. Titles were coded according to  the topic(s) under 

discussion, the stage in the progression of disease being discussed, the tone 

of the article, and whether a stakeholder perception or role was irnplied. Results 

of this analysis were used throughout this document as appropriate to illustrate 

a point. However, the analysis of 

Appendix B for reference purposes 

media data is presented in its entirety in 



Analysis o f  CBCRl Data 

As previously indicated, files from meeting field notes and interviews were al1 

entered into another project in the database. The process of analysis for  the 

interview and meeting field notes included three steps. The critical initial step 

was to  code in order to categorize data elements (Patton, 1990). A sample of 

meeting notes, interview transcripts and minutes were examined to identify a 

tentative Iist o f  codes. Initially, a few main coding categories were identified 

based on original reading o f  the interviews and a n  understanding o f  key 

concepts in institutional theory. For example, coding categories were identified 

to  make note of any instance where an underlying belief seemed to  be irnpiied 

or stated in a particular passage. Second. sensitizing concepts were used to  

cluster codes. This second step was done according to the method described 

by Rubin and Rubin (1 995, Chapter Ten). That is. concepts. thernes and ideas 

were coded into categories that reflected the content of  the text, the 

conceptual framework (institutional theory) within which the research was 

being conducted, and also the intended audience. Categories evolved to 

include those which identified actions, topics under discussion, contextual 

events or circumstances, policy directions. indicators of legitimacy. comrnents 
- 

by or about a particular stakeholder group, and a variety o f  elements integral 

t o  institutional theory, e.g. belief, norms, means-ends relationships. A 
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description o f  the major coding categories that were finally used is included in 

Appendix E. 

The primary technique used during the third step was the development o f  

conceptual cluster matrices as described by Miles and Huberman (1 994). These 

included, for example with regards ta  legitimacy, two dimensional matrices 

considering various types of indications o f  appropriateness or desirability (with 

regard to  output statements, techniques or procedures, leaders, for example) 

clustered according to  which stakeholder was demonstrating that opinion. 

For one aspect o f  the analysis, Le. identification of the n o m s  and values that 

were present and provided the context within which legitimacy could be 

assessed, informants were grouped for the consideration o f  responses. For this 

analysis al1 members of the Management Cornmittee except lay members were 

included in t h e  group of  "scientists", all lay members (survivors, family and 

community members) were considered together, and the poiicyladministration 

group included representatives of the sponsoring agencies, who for the most 

part, were members of  the Steering and Liaison Cornmittee. 

Lastly, interpretation o f  the data took place which included consideration of 

both the media data and the CBCRI data. As key decisions of the CBCRl were 

analyzed, data from both projects were considered in an attempt to  understand 
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the institutional forces which were a t  play in the particular policy direction. 

This consideration of data from the t w o  sources was more at  the conceptual 

level, taking into account the appropriate interpretation of the media data within 

the institutional analysis that was being done. 

Ethical Considerations 

The researcher met with the Management Cornmittee prior to beginning the 

study to outline the proposed study and to ask for permission to attend 

meetings and to  contact members for interview purposes. This permission was 

granted in March 1995. In addition, key informants were asked to sign a 

consent form prior to interview. A copy of this Consent Form is in Appendix F. 

AH interview data and field notes are confidential. Pseudonyms were used for 

al1 informants and agencies. Specific consent was sought from those individuals 

who, on the basis of  comments made during face to face interview, could 

potentially be identified from written comments in this dissertation. 



Researcher Role 

I t  has been often noted that the researcher is a primary instrument o f  inquiry 

(Creswell, 1994). This research is no different. This is particularly true in 

interpretivist research, as the researcher influences not only the data collection 

process, be that via interviews or observation, but also is integrally involved in 

the interpretation of the observed. The experience and background, biases and 

attitudes of the researcher are inherent in the research process. Without down 

playing the importance of, and attention to rigour in approaches to either data 

collection or analysis, i t  is important to acknowledge the influence of the 

researcher. 

Although not planned when this research was initiated, the writer went on to 

become involved a t  the senior executive Ievels (in a volunteer role) with two o f  

the principal partners of the  CBCRI. This involvement was based on a 

longstanding involvernent in the field of  cancer control and with one of  the 

organizations. Therefore, the writer is not an "outsider" to this context, even 

though during observation at meetings, the role was very much one of 

observation, rather than participation. Key informants were informed of  the 

involvement of the researcher with the principal partners. 



CHAPTER FlVE 

KEY POLlCY DECISIONS OF THE CANADIAN BREAST CANCER RESEARCH 
INITlATlVE 

Introduction 

The creation of the Canadian Breast Cancer Research Initiative (CBCRI) has 

been a key event in the organizational field of breast cancer research in Canada. 

The establishment of this initiative represents a significant action on the part  

o f  the key actors in the field. The evolution o f  this initiative is conceptualized 

in this chapter according to a developmental process perspective. Recently, 

there has been some attention drawn to this perspective on institutionalization. 

Often, institutionalization has been seen as a "state", rather than a process 

(Tolbert & Zucker, 1996; Aldrich & Fiol, 1994). Others have identified the need 

to  consider the evolution of interorganizational initiatives, such as the CBCRI. 

Ring and Van de Ven (1 994) conceptualize interorganizational initiatives as 

consisting o f  three phases; negotiation, cornmitment and execution. Although 

the underlying purpose for Ring and Van de Ven's work was not  to increase 

understanding o f  institutionalization, it does point out that from several 

perspectives, it may be helpful to  consider organizational dimensions according 

to some chronological evolution. Indeed, Ring and Van De Ven's work has not 
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been ernpirically confirrned and that will be one contribution of this research. 

The research reported here is concerned with the earliest stages o f  organization 

building. The creation o f  the CBCRl is viewed as a case study in organization 

building from an institutional perspective. 

Previous chapters have provided general background information about breast 

cancer and about the institutional context within which breast cancer research 

occurs. This chapter looks specifically at the key policy decisions made during 

the early stages o f  the development and initiation o f  the  Canadian Breast 

Cancer Research Initiative. These policy decisions, in effect, represent the key 

"actions" o f  stakeholders in this initiative, and these policy decisions were 

identified from interview data and also from a review o f  minutes o f  past 

meetings. Prior to  discussion of  these key policy decisions, historical 

background information describing the creation o f  the CBCRl is given. For the 

most part, quotations and specific references as t o  source of information are 

not given in this chapter. However, draft copies o f  this chapter were given to  

members of the Steering and Liaison Cornmittee and several of  them read it for 

accuracy, offering minor revisions. 



Circumstances Prior to the Initiation of the Canadian Breast Cancer Research 
l nitiative 

Research Fundins Orqanizations in Canada 

Breast cancer research in Canada has historically been funded prirnarily by the 

Medical Research Councii o f  Canada (MRC) and the National Cancer lnstitute 

o f  Canada (NCIC). The former is a council funded primarily by the Government 

of Canada, while the latter is funded with money raised from the public by two 

voluntary organizations; the Canadian Cancer Society and the Terry Fox 

Foundation. The bulk of research funded has tended historically, to be in the 

basic sciences, and to a degree in clinical aspects. In the recent past. there has 

been a trend to broaden the scope o f  research funded in the cancer area. In 

the early 1990's. the NClC added a panel to manage the peer review of 

projects in the area of behavioral science and more recently, has added panels 

to review health services and health promotion projects. These are in addition 

to 8 panels focusing on various aspects of basic science (e-g. Haemopoiesis. 

Growth Factors & Signal Transduction; Pharrnacology, Carcinogenesis & 

Chemistry) and one for Clinical trials and Epidemiology. -As part of its strategic 

planning process, the MRC has made a cornmitment to broaden its vision. 

(Medical Research Council, 1992). This has resulted in thirty recommendations 

being made by a Task Force about how best to achieve this broadened vision. 
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(Medical Research Council, 1 994). A major thrust is to  have the MRC becorne 

the coordinating body for health research in Canada. Health Canada, through 

its National Health Research and Development Program, has historically 

supported health research which was non-clinical in  nature, and more recently 

has rnoved to  focus its resources in specific areas which support its mandate, 

and for which it feels there is currently a gap in research support in the 

country. For example, in 1995, their identified areas of support were for Health 

Systern Support and Renewal; Population Health Strategies for Groops at  Risk; 

Delivery of  Services t o  First Nations, Inuit and Yukon; and Management of 

Risks to the Health of Canadians - Products and Disease Control (Health 

Canada, 1 995). 

ln addition t o  the major granting agencies. there are other players in the breast 

cancer research arena. in 1986, the Canadian Breast Cancer Foundation (CBCF) 

was formed in Toronto t o  support research. This organization was formed by 

a group o f  women who wanted to  raise money and ensure that it was targeted 

to  breast cancer research. From 198G t o  1992, the CBCF had distributed 

approximately $500,000 for various research projects (Greene, 1992, 

p.22). There were other charitable organizations, such as the Alberta Breast 

Cancer Foundation, also created to  address breast cancer issues, and over the 

past few years, the CBCF has expanded to have a presence in at  least one 

other province. In addition to these organizations which are formed as 
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charitable organizations, there are research foundations or  agencies in several 

provinces which fund cancer research (e.g. Alberta Cancer Board). 

In 1992, the Canadian Breast Cancer Research Initiative, which is the study site 

for the current research, was created. It is a consortium of four national 

organizations: MRC, NCIC, Health Canada (through their Health and Research 

DeveIopment Program), and the Canadian Cancer Society (CCS). The CCS is 

not a research granting agency, but is a national voluntary agency and a partner 

with the NCIC, which is the recipient of a large proportion of  the funds raised 

by the CCS which are for research purposes. 

Action on the Social/PoIitical Level 

There were a series of actions taken by stakeholders in the breast cancer 

dornain which would uitimately impact the development of the CBCRI. The 

actions taken by key organizational stakeholders are highlighted in this section. 

Figure 5.1 provides a surnmary of  the key events and dates. 

- 

Breast implants and the associated problems, Ied to an agreement by the Sub- 

Commitîee on the Status o f  Women (A standing cornmittee of the 

Parliamentary Cornmittee on Health and Welfare, Social Affairs, Seniors and the 
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Status of  Women) to  undertake a study o f  breast cancer and the MEME breast 

implant, which had been implicated in poor health outcornes for women 

(Greene, 1992). This cornmitment evoIved into a much broader consideration 

of the issue of  breast cancer. The goals o f  the inquiry were to 1) raise the 

public's awareness of  the serious proportions of the disease in Canada, and 2) 

get an accurate assessrnent of the amount o f  research dollars spent on  breast 

cancer in Canada, and the direction o f  that research. 

Although the task force members fek that  they did have some degree of  

success wi th the first objective, trying t o  determine how much money was 

spent on breast cancer was a frustrating experience, and one that did no t  lead 

to  any definitive answers. The Task Force made 49 recommendations directed 

at  the federal government, provincial governments, university medical schools, 

breast cancer s u ~ i v o r  groups, NCIC, professional groups, Canadian Society of 

Plastic Surgeons and the Canadian Society for Aesthetic Plastic Surgery. The 

recommendations feil generally into the areas o f  detection, research, treatment, 

support, advocacy and activism, and breast implants and reconstructive 

surgery. 

The recommendations not specifically related to  research included such things 

as the promotion of breast self examination through media campaigns and 

community based delivery programs, broad based curriculum review of breast 
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cancer in medical schools (detection issues); establishment of information 

nclearinghousesn , publication of "latest findingsn regarding treatrnent, greater 

emphasis and access to physiotherapy, international harmonization in the 

review and approval of new drugs (treatment issues); and withdrawal of 

inappropriate educational materials about implants, development of guidelines 

for the use of reconstructive surgery, and the establishment of a national 

registry of drugs and medical devices (implant and reconstructive surgery 

issues) - 



Figure 5.1: Key Events in the Breast Cancer Domain in Canada, 1991-1994 

1991 
October Breast cancer hearings began by the parliamentary Çub- 

committee on the Status o f  Wornen. 

Publication of Breast Cancer: Unanswered Questions. Report 
of the Sub-Cornmittee on the Status of  Women. Forty nine 
recommendations. 

Fail Government Response to Unanswered Questions. 

November Royal Bank of Canada announces $500,000 donation for 
breast cancer research. 

December Minister o f  Health announcement. 

- $20 million to  cancer research (to establish Breast Cancer 
Research Challenge Fund ). 

- Other aspects: 
- Five Breast Cancer Information Exchange projects 
- National Workshop to develop agenda for breast 

cancer 
- Breast cancer screening initiative. 
- Development of clinical practice guidelines. 
- Professional Education Strategy. 

September 

Fall 

November 

November 

Corporate Challenge Fund is established within the Canadian 
Breast Cancer Research Initiative. 

Final Report of the Joint (CCS/NCIC) Task Force o n  Women 
and Cancer. 

Breast Cancer Mernationai Centre established. - 

National Forum on Breast Cancer, Montreal. Twenty nine 
recommendations. 

Breast cancer patient advocacy groups from across Canada 
join forces with survivor-run support groups to fo rm the 
Canadian Breast Cancer Network. 
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Two of the six areas for recommendations related to  research; one section 

addressed the issue of process (e-g- funding and review) and the other 

addressed specific research directions. There were several specific areas 

suggested where further research was needed: genetics, environmental 

carcinogens, hormone replacement therapy, etc. All funding agencies involved 

with breast cancer research (especially NCIC) were encouraged to develop 

tracking mechanisms for their research, to address the frustration that this 

cornmittee experienced with regards to accessing knowledge about breast 

cancer research. The Cornmittee recommended that the government allocate 

$2 million as seed rnoney for the establishment of the Canadian Breast Cancer 

Challenge Fund, and recornmended that these funds be directed through 

existing research granting agencies and breast cancer survivor groups, t o  

enable new research into the causes of breast cancer- There was a sense in the 

report that the current granting rnechanisms stifled innovation, and that the 

current system was unlikely to be challenged by the research community itself, 

as it benefits directly from the current process (Greene, 1992, p.24). Out o f  

this observation came a recommendation that funding bodies put in place 

mechanisms for greater public input, greater lay representation, and increased 

dissemination to the public of cancer research funding decisions and results. 
- 

A national workshop was suggested to  address research and treatment issues. 
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A theme running throughout the recornrnendations was to increase the 

involvement of breast cancer activists and s u ~ i v o r s  in a wide range o f  

activities, including peer review panels of  NCIC. Several recornmendations 

referred to  support for the establishment of support groups, including holding 

a national meeting of breast cancer survivor groups in order to form a 

network. 

The government responded to the Task Force in December 1992 (Government 

of Canada 1992). The detailed responses were grouped according t o  three 

themes: 1) Prevention, Care and Treatment, 2) Research, and 3) Information, 

Education and Awareness. For the most part, the government response was 

very supportive of the recommendations in "Unanswered Questionsn (the report 

of the Parliamentary Sub-committee). In some cases, they pointed out that 

other organizations had aiready taken prirnary responsibility for some of  the 

actions identified. For example, they acknowledged that the Canadian Cancer 

Society, a national voluntary organization, had traditionally assumed prirnary 

responsibility for teaching breast self-examination and assisting support groups 

and the government would continue to support them in those efforts. In other 

cases, it was pointed out how existing activities, could or already had 
- 

addressed the general topic identified in one or more recornmendations. 
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The response to  some of the recommendations, however, did refer to specific 

new action to be taken by the government. These actions included a financial 

cornmitment for breast cancer research, convening of a national forum, a breast 

cancer information program, and aid for support groups. A contribution of $20 

million over 5 years was made to a Canadian Breast Cancer Challenge Fund. 

Four million dollars annually would be contributed through the MRC and the 

department of National Health and Welfare [NHW) (now Health Canada). The 

federal government issued a challenge to other governments, business, 

industry, the comrnunity and individuals to make their own contribution to the 

Fund. It was envisaged that the Breast Cancer Research Challenge Fund would 

total $8 million or more per year for a five-year period, The government 

proposed that the NCIC be the central administrative agency for the fund, 

acting under the direction of a Management Committee, which w o d d  consist 

of approximately ten representatives including scientific experts, policy makers, 

breast cancer survivors and health professicinals. The cornmittee was to rnake 

decisions regarding use of funds following a peer review process established 

under the supervision of the Management Committee. 

The government comrnited to convene a National Workshop to develop - 

consensus on breast cancer research and prevention and treatment priorities, 

and to maintain and improve upon its existing expertise in the area. This action 

arose as a result of a specific recomrnendation to do research on hormone 
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replacement therapy. The government's response suggested a broad based 

review of priorities. It was suggested that this workshop be planned in 

conjunstion with the Management Cornmittee of the Breast Cancer Research 

Challenge Fund to ensure that breast cancer research priorities identified in the 

report from the Sub-cornmittes on the Status of Women (Greene, 1992) were 

addressed. There was also a recornmendation for a national consensus 

workshop to address similar issues, but with a focus on addressing issues 

relevant to support groups and the implications of the National Breast Screening 

Study, and working in partnership with other organizations (e.g. MRC, NHW, 

CCS,NCIC). These recornrnendations ultimately resulted in one national event 

[the Forum in November 1 993). 

In addition, the government commited to  the establishment, through a request 

for proposal mechanism, to the development of Breast Cancer Information 

Exchange Projects in five regions of Canada. A cornmitment was also made to 

helping support groups gain access to resources and advice, and to provide the 

assistance necessary to form a national nemark. National Health and Welfare 

said it would encourage participation of representatives of  breast cancer patient 

groups, and Native associations at  the proposed national workshop- 
- 

The federal governrnent has continued to address the actions identified in the 

government response, and by fall of 1995, breast cancer initiatives of Health 
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Canada inciuded (in addition to the CBCRI) activity in the areas of professional 

education, breast screening, breast cancer information exchange pilot projects, 

and clinical practice guidelines for the care and treatrnent o f  breast cancer 

patients. 

Several of the recommendations culminated in the National Forum on Breast 

Cancer which was held in Montreal in November 1993, with over 600 people, 

primarily from Canada, participating. The Forum was jointly sponsored by HC, 

NCIC, MRC, CCS and the Canadian Breast Cancer Foundation (CBCF). A major 

objective of the Forum was t o  lay the groundwork for broadiy based 

partnerships which would lead to  the mobilization of  resources to address 

breast cancer. To that end, the participants included members from a variety 

of stakeholder groups; researchers, clinicians, family physicians, volunteers, 

government program and policy people, and women with breast cancer and 

their families, who comprised 25% of those attending. This event seems t o  

have been a memorable occasion for the people participating - in the report of 

the Forum it was described as "a changing experiencen, a "watershed", and 

a "truly historic event for women with breast cancerw (Health Canada, 1994). 

A number of common principles emerged from the deiiberations - need for - 

better communication, collaboration and coordination at al1 levels, the need for 

greater consumer involvement, the importance of taking ail dimensions o f  the 
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disease into account and the need for consistency in clinical practice (Health 

Canada, 1 994). 

Nesotiatincr the CBCRI 

As the government response to  the Standing Committee Report (Unanswered 

Questions) was being developed, and the National Forum was being planned, 

meetings among the national agencies involved were occurring to put some 

shape and definition to  what the government had called the "Breast Cancer 

Challenge Fundn. Senior executives from NCIC and MRC met informally a 

couple of times in 1992 to discuss in a general sense, a strategy for breast 

cancer research. The recommendation in the government response that the 

NCIC be the administrative home for this initiative was the cuirnination of 

several discussions and meetings among the agencies involved. The objectives 

o f  the partnership were three fold: to  fund a broad spectrum o f  cancer 

research, to  maintain a high standard o f  scientific excellence through peer 

review, and to  establish and maintain an alliance o f  partners. The objectives are 

reproduced in their entirety in Figure 5.2. 



Figure 5.2: Objectives of the Canadian Breast Cancer Research Initiative 

I The Canadian Breast Cancer Research Initiative has the following 
objectives: + 

i) to iund a broad spectrum of  cancer research in Canada that will 
have relevance for prevention, early detection, diagnosis, treatment, 
rehabilitation and palliation for people irnpacted by breast cancer. 
(Such research could encompass, but is not  limited to, fundamental 

1 laboratory investigations, clinical trials and epidemiological, 
psychosocial and behavioral studieç. The ultimate objective is the 
prevention, cure, and eradication o f  breast cancer, 

ii) to maintain the high standard of scientific excellence through the 
scientific peer review process as is customary in organizations such 
as the Medical Research Councii of Canada (MRC), the National 
Cancer lnstitute of Canada (NCIC) and the National Health Research 
and Development Program (NHRDP); and 

iii) to establish and maintain an alliance o f  partners consisting of 
national businesses, non-profit agencies, government and the 
community to  generate the resources necessary t o  aggressiveiy 
pursue this initiative building upon and enhancing existing programs 
and facilities, 

*Management Committee Terms of Reference. Background Book. 
June 1993 
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The first meeting t o  discuss the management of  the designated breast cancer 

research funds from which formal notes were taken was held in November 

1992 and included representatives from NCIC, MRC, HC, and a member from 

the Office of the Minister of  National Health and Welfare. Subsequent meetings 

were held monthly eariy in 1993 to finalize Terms of Reference and 

membership on the Management Committee and the first meeting o f  the 

Management Committee was held May 29, 1993, by which time the venture 

was being referred to as the Canadian Breast Cancer Research Initiative 

(CBCRI). The Terms of Reference for the Management Cornmittee at  that t ime 

stated that the cornmittee was responsible for the structure o f  the research 

program; research priorities and policies including the working definition o f  

breast cancer research; scientific peer review priorities and policies; research 

funding recommendation based on scientific peer review; and raising the level 

o f  awareness of breast cancer research related issues by facilitating appropriate 

communications within the partnership and with the general public. 

The Steerïng and Liaison Committee, which was comprised of two senior 

representatives f rom each of  the four principal partners, retained for itself t h e  

responsibilities of  receiving nominations and appointing members of the - 

Management Committee, provision o f  advice and guidance regarding policies 

on breast cancer research including the scientific peer review process, for 

monitoring activities and reviewing reports from the Management Committee, 
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for attending meetings of the Management Cornmittee and for accounting to 

their respective organizations. 

The political dimension also played a role in the ultimate structure of the CBCRI. 

At  least three of the organizations (CCS, NCIC, MRC) vvhich came t o  be 

principal partners in the CBCRl were under attack from stakeholders in the 

community; breast cancer survivors and those who wanted to contribute 

financially to help with the breast cancer agenda. The legitimacy o f  these 

traditional organizations was being challenged. The major players got together 

publicly and presented a cornmon front. Because of the Minister's personal 

cornmitment t o  this issue, he and his staff played a significant role in the early 

stages while the initiative was being shaped. Health Canada carried on (through 

the National Health Research and Development Program) as an active partner 

and has championed the involvement o f  survivors in the initiative. In the 

creation of the initial Management Cornmittee, Health Canada took 

responsibility for identifying survivor and lay representatives for the cornmittee. 

lnitially unrelated to  al1 o f  the activities at the govemment and political level, 

other activities were occurring which acquired some significance in the 
- 

proceedings. The Royal Bank of Canada had approached the CCS and the NCIC 

expressing a desire to donate a significant amount of money to breast cancer 

research. In November, 1992 the Royal Bank announced that it was donating 
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$500,000 to breast cancer research. Concurrently, individuals from the Toronto 

area involved in industw in Canada created an organization called the Breast 

Cancer International Centre (BCIC). Avon Canada (a cosmetic company) was 

the first corporate contributor t o  BClC. The BClC was originally envisioned to  

be an international e f fon with its own  scientific advisory cornmittee and 

administering its own grants. At the March 1994 meeting of the Steering and 

Liaison Cornmittee (as the group of original funding partners came to be called) 

a discussion was held with regards to potential duplication as BClC was newly 

formed, and the CBCF was still in existence raising funds for breast cancer 

research, among other things. Within a few months, a Breast Cancer Corporate 

Challenge Fund had been established within the CBCRI, under the leadership o f  

the CCS. BClC eventualiy entered a forma1 affiliation agreement with CBCRI in 

order to donate its funds, the Royal Bank Funds were given to the Corporate 

Challenge Fund as the initiating donation, and CBCF was invited t o  becorne part 

o f  the "campaign cabinet" o f  the Corporate Challenge Fund. 



Key Policy Directions 

In the initial (and in most cases, only) interviews with key informants. they 

were each asked what they felt were the most important policy decisions made 

within the CBCRI. This intewiew data, supplemented by minutes o f  meetings, 

were the primary data source for this analysis. During the interviews. al1 

informants were asked their views about events Ieading to the initiation of  the 

CBCRI, but beyond that. they were encouraged to provide information about 

whatever decisions they felt had been important. The responses were 

sometimes fairly general (e.g. broadened research agenda, presence o f  a variety 

of people on the Management Cornmittee), and sometimes very specific (e.g. 

decision to fund in a particular grant cornpetition more grants than were 

warranted using a consenrative estimate of funds available; involvernent of 

survivors on the Management cornmittee). Although the specific aspect that 

informants mentioned about a particular area may have differed. overall there 

was fairly good agreement about what the important policy areas had been. 

The most important policy directions. as measured by the amount o f  attention 

accorded them by informants were membership on the Management Commitee 

(notably the inclusion of su~ ivo rs ) ,  definition of the research agenda (the rnost - 

commonly rnentioned aspect was the targeting of funds for specific initiatives). 

research administration strategy (with peer review the most frequently 

mentioned dimension). and the governance structure o f  CBCRI. Appendix G 
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provides more detail about the number o f  informants mentioning specific 

aspects of a general topic. The important decisions which were essentially part 

of the "creation" of  CBCRI (negotiation and commitment stages in Ring and 

Van de Venrs model) generally fell into the following categories: Membership 

(on the Management Cornmittee), Partnership, Research Administration 

Strategy (Le. peer review), and Governance Structure. 

Ring and Van de Ven (1 994) have proposed developmental stages (negotiation, 

cornmitments, execution) o f  an evolutionary process within a cooperative 

interorganizational arrangement. The negotiation phase is characterized by 

exploration of the perspectives of  the various parties, and the developrnent of  

joint expectations on the part of the partises with regards to motivations, 

poTentia1 contributions and uncertainty. Agreement on the obligations and rules 

for future action in the relationship characterizes the second stage of 

commitment. Once the partnership agreement is in place, and cornmitments 

are made, execution of the agreement takes place (Ring & Van de Ven, 1994). 

These phases are not discrete, of  course, but rather fluid, but nevertheless 

provide a helpful way o f  understanding the process. Figure 5.3 provides a 

summary of those key policy directions taken at various phases o f  the - 

evolutionary process of the CBCRI. 



Figure 5.3: Important Policy Directions Wthin CBCRI 

Negotiation 

Key Policy Directions 

- Partnership 

- f eer review 

- Broad membership in 

Management Cornmittee 

- Partner roles 

- Governance structure 

- Broad research agenda 

- Involvement of lay 

rnembers 

Negotiation 

This phase of the CBCRI involved the determination of  who the players would 

ber and sorne of the events and activities which occurred during this phase 

have been described in a previous section. Most of the primary players during 

this phase were known to one another, both as organizations, and as 

individuals. Given the history of these relationships. it provided a foundation for 
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the creation of something in which the major players were known to  one 

another. So, in some sense, this arrangement t o  address breast cancer was an 

adaptation o f  an existing relationship a t  least in so fat as the involvement o f  the 

four organizations that came to  be principal partners was concerned 

(Hakansson, 1982). Health Canada, MRC, CCS and NClC had a history of a 

variety o f  interactions. From that perspective, they were likely more able to  

assess one another's potential contributions and motivations. 

Partnership, peer review, and a cornmitment to a broad research agenda were 

the three key elements which evolved during the early discussions. Although 

a partnership was the ukimate organizational strategy that evolved, the aspect 

o f  enabling private sector players to  contribute to  the initiative was a frequently 

mentioned aspect o f  the partnership strategy. This policy decision was 

mentioned more often by representatives o f  the four principal partners. The 

organizations that came to be principal players ail had a longstanding 

cornmitment to  rigorous scientific standards, and the inclusion of peer review 

as a principal feature o f  the initiative was included in discussions from the very 

early meetings. Peer review was the specific aspect o f  administrative strategy 

most often mentioned, but the fact that ail grants related to breast cancer were 
- 

now to  be directed to CBCRI, was afso noted by several people. Although in 

the report of the Parliamentary sub-cornmittee, it was recommended that breast 

cancer survivor groups be involved in the allocation of funds from the 
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suggested "Breast Cancer Challenge Fund", survivors were not included in 

these early stages of discussion. 

Comrnitment 

In the case o f  the CBCRI, this included the articulation of the governance 

relationçhip (Le. Steering and Liaison Committee and Management cornmittee). 

commitrnent of funds by each of the principal partners (and cornmitment to 

facilitating private sector funds). and a cornmitment t o  include Iay 

representatives in the governance structure. The NClC was designated as the 

administrative home of the agency. These dimensions were formalized in a 

written Memorandum of Understanding. Broad rnernbership in the Management 

Committee was par t  of the plan from the inception. At the first official meeting 

of the Steering and Liaison Committee in January 1993. the plan was to have 

the Management Cornmittee consist of 10 individuals, with approximately 6 

from the scientific and health disciplines and the balance to provide community 

and survivor representation. 

- 

Decisions relating to who the partners would ber and also to what 

comrnitments each would make were done exclusively by the original 
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sponsoring partners. Only after these decisions had been made were additional 

parties involved in the work of  the initiative. 

Execution 

During the period under study, execution o f  the fundamental CBCRl agreements 

has resuited in at least two policy directions that have been noted: resource 

allocation t o  support targeted areas within a broadened research agenda, and 

the nature o f  the involvement of lay representatives in the "businessn of the 

CBCRI. The decision to  broaden the research agenda was the most commonly 

noted policy decision by ail stakeholder groups. In some cases, informants 

referred to  a specific topical area for research (e-g. doing communication 

research) and in others referred to  the mechanism (e.g. doing targeted research 

through Request for Proposal mechanism). Many decisions made in earlier 

phases require ongoing attention as the interorganizational initiative develops. 

The continued evolution of one of the commitments made in earlier phases has 

been a central aspect to  the ongoing execution of the CBCRI. The cornmitment 

to  include lay individuals in decision making capacities in the initiative has 
- 

received conscious attention through to  the current time, as there is no clearly 

defined and cornmonly accepted role for this group of  individuals. 
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These policy decisiond directions identified by the key informants have been 

used to organize consideration of institutional forces. These policy decisions 

represent the "actions" of the key stakeholders in this context. Consideration 

of forces in the institutional environment helps to understand the resultant 

organizational structures and processes and are the focus of  the next chapter. 



CHAPTER SIX 

INSTITUTIONAL FORCES SHAPING THE CBCRI 

Meyer and Rowan (1 977) argued that  institutional myths are an alternative 

source of  formai structure, in addition to those considerations which may be 

required for technical or efficiency considerations. The initial task of  this 

research is to  explore those institutionai forces which influenced the 

organizational structure and processes which evolved as a response was 

mounted to  the breast cancer challenge which was being enacted in Canadian 

society. Questions posed in this research asked: What societal level meaning 

systems exist with relevance to breast cancer research in Canada? , and How 

did societal level meaning systems impact the initiation of  the CBCRI? 

O f  interest in this research are the actors or stakeholders of an organizational 

field, and the beliefs and meaning systems which influence their actions. 

Perhaps the most fundamental action taken by stakeholders in the early 

negotiations around the breast cancer research issue was to decide to  create 

a partnership, or interorganizational alliance within which to address the breast - 

cancer issue. There are three societal belief systems. held more or less strongly 

by particular stakehoiders, which have influenced the form and structure which 

the CBCRI has corne to take. These belief systems include the acceptance o f  
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collaboration as a beneficial way of organizing one's activities, the increasing 

belief that the private sector should be increasingly involved for the "public 

good". and the belief of professionals and policy makers in the scientific arena 

that peer review of research produces superior results. The following sections 

identify and discuss these three streams of  thought within society which 

impacted on the form which the CBCRl came to  take. 

The Mvth of Collaboration 

The CBCRI's adoption of a collaborative approach was virtually taken for 

granted, reflecting a myth of collaboration. Although there was considerable 

discussion about specifics related to how the initiative would be organized, the 

basic decision to  join forces was never really debated ( ~ 5 8 : 1 8 ~  , P92:8). 

Indeed. despite some negative feelings on the part of one of the partners (CCS) 

about joining forces for fund raising purposes with another organization, the 

overwhelming sense was that this partnership had to be made to work (P82). 

The underlying theme was that collaboration would ultimately be good, and in 

any event, had to  proceed. Much of the organizational research which has been - 

' As indicated in Chapter 4, when references to  text are included, they refer 
to the primary tex t  identifier, so that the original text source can be identified. 
For example P58: 18 means that the prior statement refers to something said 
in primay text 58 and was the 18th quote coded from that file. 
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done adopts the same view, Le. that interorganizational relationships are 

fundamentally predisposed to  positive outcornes. 

Meyer and Rowan (1977) identify rnyths, rather than considerations of 

productivity as being the determining factor with regards to  organizational 

structure. Myths have t w o  key properties: First, they are rationalized, that is 

they take the  form of rules that specify procedures necessary t o  accomplish a 

given task. Second, they are highly institutionalized, that is they are beyond the 

discretion of any individual participant or organization. They are taken for 

granted as legitimate, apart from evaluations on their impact on work outcome. 

Collaboration among organizations has functioned as a 'rnyth' in the creation 

of  the CBCRL 

Evidence of  the influence of a myth o f  collaboration was seen in the interviews 

with key informants o f  the CBCRI. The parliamentary subcommittee report 

(Greene, 1 992) had promoted a coordinated, interagency approach to research 

(P82: 16). The agencies proceeded on this basis, and the aspect of partnering 

was never really debated. There was some discussion about who the partners 

would ber with the Minister of Health supporting the Royal Bank's insistence - 

that the CBCF be involved in some way (P60:22). But, the basic decision to 

proceed with some sort of partnership was not really debated. The fact that 

two of the agencies (NCIC and MRC) had already been involved in a recent 
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partnership relating to  human genome analysis provided some historical 

experience for a t  least t w o  or the partners (P59:48, P71.2). 

The rationale for forming the partnership had three key dimensions: an 

efficiency motive, a resource acquisition motive, and a wish t o  protect the 

reputations and integrity of  the sponsoring partners. The effkiency rationale 

was commonly stated. Two o f  the organizations involved (NCIC and MRC) had 

already identified leveraging resources in partnerships to be beneficial and cost 

effective (P69:7, P92:7). The acquisition of new resources had several 

aspects; the f irst  is reiated to the efficiency motive above. All organizations 

wanted to see more rnoney than they were currently spending on breast cancer 

research being applied t o  the problem, and they felt that joining forces was a 

better way t o  garner more resources. This was especially true because NClC 

was facing a flat revenue situation, and the budget o f  MRC was being cut  as 

well (P92:7). There was also a sense that donors who were interested in 

giving money would see the collaboration among agencies as positive, and 

would give more money (P54:6). In particular, there was a desire to  draw 

private sector money into the initiative and this aspect is discussed more fully 

in the next section. 
- 

In addition to these two  rationales, which are related to  resource acquisition 

and utilization, another dimension that seemed to  provide part of the 
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justification for the move to a partnership was concern for maintaining the 

stature and reputation of the sponsoring agencies. The traditional research 

funding agencies were under attack with regards to breast cancer research. 

There was a need to respond, The NCIC, MRC and HC al1 realized there was 

a political agenda, and the major players got together and presented a comrnon 

front (P85:3). The creation of an initiative, somewhat at arm's length frorn the 

sponsoring organizations, helped in some way to remove the spotlight from the 

sponsoring organizations as a whole. It removed some of the "glare about how 

they were spending their moneyn (P59:62). The initiative was seen to be a 

positive response and was an innovation which in significant ways addressed 

some of the concerns of interested stakeholders. A t  the same time that i t  

provided some positive reputational points for the sponsoring agencies, it left 

their core functions relatively untouched. By joining forces, it also established 

the traditional agencies as the major force in breast cancer research. Where 

individually each of their efforts in breast cancer research had been open to 

criticism, together they represented a considerable presence. This helped to 

reinforce the preeminence of the principal sponsoring agencies in an 

environment where there were other organizations exerting a presence (notably 

the Canadian Breast Cancer Foundation). 

Pannerships, collaboration, and related concepts have been very much part of 

the environment in Canada in the public sector generally in the past several 
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years. There has been a prevailing belief that collaboration among organizations 

is good. Examples o f  this in the health care sector are legion. The official 

government response to  a Task Force charged with conducting an inquiry on 

future health requirements for Albertans was taled " Partners in Healthn. Three 

of  five of  the immediate goals had collaboration or working together as part of 

their direction (Alberta Health, 1991). A report from the province o f  Ontario 

which reviewed "Progress in the 90's" reported on partnerships and teams that 

had been created ta address each priority (Ministry of Health. 1993). There had 

been so much discourse related to partnerships and collaboration in the health 

care sector in the recent past that, in a genera! sense, when the situation with 

regard to breast cancer arose, there were many factors within the environment 

generally that suggested a collaborative initiative was the way to go. Two of 

the organizations (MRC and NCIC) had already become involved in another 

collaborative venture several years prior (Canadian Genome Analysis and 

Technology Program) and to some degree their reaction to  the pressure in the 

breast cancer dornain, was isomorphic (DiMaggio & Powell, 1983). In addition 

to  the general sense from many directions that  collaboration was the way to 

go, at  least t w o  of the partners (NCIC, MRC) had an earlier experience on 

which to base decisions. The human genorne project, although not  - 

incorporating within its mandate the levering of  private funds, does have a 

presence in Canada for the CBCRI partners (P5:48). 
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In 1993, Alter and Hage predicted that lnterorganizational structures may be 

the institutions o f  the future. Levine and White (1 961) are often credited with 

the initial substantive study in interorganizational relationships (IOR). Their work 

examined the number and nature of  dyadic relationships among all o f  the  health 

and welfare organizations in two  cities, and set the tone for future work. That 

is, the field was, and for the most part, still is, conceptualized as being 

comprised o f  those relationships which have a positive or collaborative 

connotation. For the most part, this perception defiected attention away from 

the systematic study of critical network processes such as conflict, exploitation 

and struggle for power (Aldrich & Whetten, 1981). Despite calls for the 

inclusion of negative transactions in research in interorganizational relationships 

(Galaskiewicz, 19851, there is a dearth of  research focusing on negative or 

conflictual IOR, with the notable exception of Alter and Hage's work  which 

included a consideration o f  the failure of evolution in systernic community 

networks. This lack of attention from a research perspective has no  doubt 

contributed to  the pervasive sense that IOR are generally collaborative and 

should be viewed positive1 y. 

While still continuing in the collaborative vein, research in the eighties moved 

away from consideration of public sector situations, and was primarily driven 

from an efficiency or profit motive. This increasing interest in IOR in the private 

sector has been attributed to rapid technological change, the information 
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explosion, globaiization and resource scarcity (Borys & Jemison, 1989; 

Perlmutter & Heenan, 1986; Doz, Hamel & Prahalad, 1986; Ulrich, 1983). 

Whereas earlier work done in the  public sector has often been described as 

empirically particularistic and conceptually fragmented (Paulson, 1 985); static 

and cross sectional (Gray, 1990); lacking a process orientation (Rogers & 

Whetten, 1982); hypothesis testing when theory building was appropriate 

(Melcher & Adarnek, 1972); lacking replication (Galaskiewicz, 1985) and vast, 

but highly fragrnented (Oliver, 1990), work done in the private sector in the 

eighties moved the field forward. Major contributions to Our understanding of 

IOR during this period were made in the areas of conceptualization of 

governance structures (Borys & Jemison, 1989; Kanter & Eccles, 1992); 

increased awareness of the importance o f  process (Gray, 1990; Hakansson, 

1 982), importance of a strategic perspective (Astley, 1 984), and consideration 

o f  the impact of the environment. Although the importance of the environment 

was known from earlier periods (Lawrence & Lorsch, 1969; Emery & Trist, 

19651, it was during this time that focused attention insofar as the importance 

with regard to IOR was given (Trist, 1 983). 

Research in the nineties has focused more on a theory based approach to  [OR, 
- 

and the result of this to some degree has been to bring consideration o f  public 

and private sector work into the same arena. Oliver (1  990) for example, 

identified critical contingencies for various types of  [OR, some which are more 
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commonly associated with the private sector (Le. joint ventures) and some 

which are more relevant to public sector relationships (Le. joint prograrns). 

Wood and Gray (1 991 1 offered an updated definition of collaboration based on 

the consideration of several ernpirical examples of IOR in various sectors. Their 

definition states that collaboration is a "group of  autonomous stakeholders of  

a problem domain engaging in an interactive processes, using shared rules, 

norms and structures to act or decide on issues related to that domain". Alter 

and Hage (1 993) contributed to the other major area of progress in research 

into [OR in the nineties with their large study in which they articulated a 

typology o f  IOR and an evolutionary theory describing the development of IOR. 

Within the acadernic arena, the whole area of IOR has been receiving increasing 

attention within the past twenty years. From an institutional perspective, 

scientific and professional doctrines are seen to have general influence, and 

therefore the nature of research helps to shape the rationales that corne to  be 

referred to by actors in the organizational milieu (Meyer, 1994). Thus, it would 

appear that beliefs about collaboration by stakeholders in the Canadian 

government, business and non-profit environments, informed and supported b y  

research literature, constituted a myth of collaboration and contributed to the 
- 

use of this form for the Canadian Breast Cancer Research Initiative. 



Toward lncreased Influence of the Private Sector 

The aspect around partnerships that was most often mentioned by key 

informants was that o f  involving the private sector in the initiative. Within the 

context o f  the discussions leading to  the initiation o f  the CBCRI. an underlying 

belief seems to have been that "if major agencies work together, donors would 

see this as positive, and would ghe more moneyn (P54:6). The sense that 

"you can't look to  governmem for  everything" (P6927) is underlying this move 

to increase the involvernent (panicularly in a financial sense) of the private 

sector. This belief which was held by rnany, and in particular representatives 

of  the federal govemment granting agencies, contributed to  the creation of an 

alliance within which the intent was to create an environment within which 

additional dollars from the private sector would be welcome and easily 

accornmodated. 

Activities of  one private sector corporation, the Royal Bank, contributed 

significantly to the ultimate structure of  the CBCRI. In 1 992 the Royal Bank had 

approached one of the provincial divisions of  the Canadian Cancer Society 

wanting to  make a significant donation for breast cancer research. Because of 
- 

policies in place at  that time which did not encourage the acceptance of  

"targeted" donations, the CCS did not accept the donation. Eventually, the 

Royal Bank came to  meet with the NCIC, whose senior staff were anxious to  
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in some way enable the use of this significant donation frorn Royal Bank for 

breast cancer research. 

A t  sorne point the Federal government became aware of the wishes o f  the 

Royal Bank t o  make this significant donation, and the Minister worked to  try to  

lever this donation for the purposes of getting other private sector organizations 

to  contribute for breast cancer research. The opportunity for gamering private 

sector resources for breast cancer research was an important dimension of the 

breast cancer research initiative for both the Minister o f  Health and MRC. They 

saw it as the one important source of new rnoney (P82:28). Coupled with the 

pressure on the funding agencies to do more with regards to  breast cancer, the 

appearance of a major corporate donor and the various negotiations with regard 

to this donation, contributed directly to the ultimate structure o f  the CBCRI. 

Specificaily, the Corporate Fund which became associated wi th the CBCRI, 

under the leadership of the CCS, one of  the four principle partners, was a result 

of the various negotiations surrounding the Royal Bank donation, and a planto 

lever this donation into significantly more private dollars. 

This aspect (partnership) of the CBCRI was most often mentioned by rnembers 

of the Steering and Liaison Committee, and rarely mentioned by members of  

the Management Committee as an important policy direction. Indeed, the 

Management Cornmittee did not deal directly with this aspect o f  the Initiative, 
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but did receive periodic reports about the progress o f  the revenue generation 

aspects, and did consider the implications of progress to date on their ability 

to fund various projects. 

Although on the face o f  it, it may appear that the only, or prirnary objective in 

the consideration of partnerships was to garner more financial resources, this 

move to involve the private sector is reflective of a trend toward greater 

involvement of the private sector in a broader sense, For example, the Ontario 

government has created a Health Economic Development office to help health 

industries become more cornpetitive ( Ministry o f  Health, 1 993). The Medical 

Research council has supported the development of a revenue generating fund 

which is traded on the stock exchange (Medical Discoveries Fund) and is 

designed t o  raise money from the private sector to support research related 

activities. It is generally acknowledged that industry is becoming more 

important as a source of research which contributes to advances in the rnedical 

systern (Blume, 1 987). The Medical Research Council has also initiated a joint 

program with the Pharmaceutical Manufacturers Association of Canada 

designed to  attract more o f  the industryrs growing investment in Canada 

through the MRC's peer review process (Berkowitz, 1996). Given the increasing - 

involvement of industry, particularly the pharmaceutical industry, the NClC 

created a task force in 1996 specifically to  examine the aspect of relationships 

with industry and what that meant in the research milieu. 
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Several o f  the key structural characteristics of a new organizational initiative 

can be explained by the presence o f  institutional forces in the environment. In 

an institutionai environment, organizations are rewarded for establishing 

"correct" structures and processes (Scott, 1991). There were forces in the 

environment within which the CBCRI was created, which exerted powerful, if 

not  direct, influence on the form which the initiative would take. In an era 

where most public sector organizations have adopted a notion of levering funds 

and seeking additional financial support from the private sector, the form which 

the CBCRI adopted can be understood. The creation o f  the CBCRI in its specific 

form appears to  have been an deliberate choice on the part of most, if not all, 

o f  the primary partners. The MRC, NClC and HC were engaged in the initial 

discussion, and the decision to create a partnership was deliberate. Scott 

(1 991 ) would describe this as an acquired structure, and as such would predict 

that this structure would be less superficial than if it was irnposed or even 

encouraged by incentives. Although there were some incentives to al1 three 

primary partners mentioned above, it appears as though they were al1 

significant players in the negotiations, and there was a sense that there was 

something to be gained by ail of them by adopting this particular organizational 

form. The rnyth of value surrounding collaborative relationships is reflected in - 

the CBCRI partnership. 



The Mvth of Peer Review 

The third belief systern present in society which fundamentally influenced the 

initial structure of the CBCRl organization was that o f  peer review. Peer review 

has a relatively young history within western medical research, having been an 

integral part of the United States medical research system for  forty years 

(Schwartz & Friedman 1992). lt has been central to  cancer research in Canada 

for a t  least that long. The NClC was created fifty years ago, before the MRC 

and became the first national effort t o  have a funding process involving a peer 

review systern. In the opinions o f  two of the senior scientists who were 

i n te~ iewed ,  this fact accounted for the strong allegiance that rnany scientists 

have today for the NClC (P58, P92). NCICrs track record in peer review and 

the fact that their existing panels were doing the peer review for CBCRl was 

credited with getting CBCRI off to  a "running start because we piggybacked on 

the decades of history that the NClC had in doing peer review" (P92:47). 

The level o f  belief in peer review exhibited by informants in this research is 

similar to that held more generally. Peer review has been described as the 

heart of the scientific decision-making process (Schwartz & Friedman, 1992), - 

the gold standard (Erikson. 1 995), and the lynchpin of science (Altman, 1996). 

The principle o f  peer review was established very early in the negotiations 

relating to  the eventual formation o f  the CBCRI. At a meeting held among 
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representatives of the four sponsoring partners in November 1992, the first 

from which formal notes exist, it was suggested that the Management 

Committee would be responsible for "developing policies and procedures for 

application, evaluation and distribution of the funds through a variety o f  general 

and targeted programs utilizing a rigorous extemai scientific review process" 

( P l  50). By the third formal meeting of  this group (February 5, 1993), and prior 

to the first meeting o f  the Management Committee, this matter was addressed 

by indicating that the Management Cornmitteers "authority to distribute funds 

should be solely on the basis o f  scientific peer review" (P l  52). 

Review of research proposais has evolved in North Arnerica, into a two level 

review process as a general ruie. There is a separation of scientific 

consideration from programmatic and budgetary considerations. Typically, 

research proposais are reviewed first by a panel o f  "peers", tha t  is, scientists 

who work in a closely related discipline or using similar research methods to 

those individuals proposing the research. Proposais are rated prirnarily a t  this 

level for scientific and technical merits and then are considered from a 

programmatic or budgetary perspective At this second level, there are often 

lay people involved as well as scientific experts (Schwartz & Friedman, 1992). 
- 

There is a sense that the scientific aspects should be kept separate from the 

planning or strategic aspects of knowledge generation (Wadman, 1 996). 

Despite the fact that this is at least one of the apparent reasons for a two level 
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process, there is evidence that scientific reviewers do take planning and 

strategic aspects into consideration when they are evaluating proposais, even 

if not  asked to  do so. In one Canadian study, in fact, potential impact of  the 

research was the most frequently mentioned criteria that raters said they 

considered when assessing clinical research proposals (Sutherland, Meslin, Da 

Cunha & Till, 1993). Potential impact is a variable much more closely aligned 

with programmatic or strategic concerns than for example, feasibility, track 

record of investigator, or politics, which were other variables mentioned. 

Peer review has corne under some attack in recent years (Judson, 1994; 

Altman, 1996). Despite these criticisms, it was still deemed t o  be very 

important by the founding partners of CBCRI, although i t  was no t  '"taken for 

granted", at  least from the point of view of  not being discussed in a conscious 

manner. In fact, it was considered a crucial characteristic of the initiative by the 

founding partners, and was entrenched in the terms of reference for the 

Management Committee before the Management Committee was ever 

appointed. This aspect was however, virtually "taken for granted" by the 

Management Committee. Most members o f  the Management Committee who 

had a research background reinforced the importance of the peer review aspect 
& 

of the initiative. Only one lay member discussed this as important, and 

suggested that there wasnrt much real choice about whether t o  focus on an 

investigator initiated and peer reviewed system. She indicated that they 
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probably would have corne to  a "quick end" had they decided to  abandon it 

(P6 1 :295-3 1 4). 

The myth of  peer review is determining actions within the CBCRI. The values 

inherent in a peer review system specify activities t o  be carried out in order to 

enact research. Regardless o f  the research being undertaken within CBCRI, be 

it investigator initiated or in response to targeted initiatives, ideas are reviewed 

by a panel of  "peers". Although there has been some pressure on the definition 

of  peers in the initiative (at least in so far as the inclusion of lay individuals go), 

the practices associated with peer review have been followed for the rnost part. 

Those groups (such as the MRC, NCIC, HC(NHRDP)) who are traditionally seen 

to  be the decision making bodies with regards to funding cancer research have 

been able to shape the CBCRf so that peer review has become an integral part 

of the initiative. 

The practice o f  peer review has not in any sense been subjected to  the same 

rigorous evaluation as the subjects which cancer scientists set ou t  t o  study. In 

Altman's words, "little is known about it except that  it is not a scientific 

process" (Altman 1996, p. 1384). In that sense, it operates as a "mythn. - 



Concludina Comments 

The three myths just discussed, Le. collaboration, the belief in private sector 

influence and peer review, when considered together, had considerable 

influence on the structure and processes which the CBCRl came to incorporate. 

The myths of collaboration and belief in the value of private sector involvement 

really represent an overlaying of institutional myths. Collaboration was assumed 

to be a positive way to  proceed, and i t  also provided some o f  the rationale for 

the inclusion o f  a mechanisrn to  provide for and encourage private sector 

contributions, which key players had corne to believe was a necessary key 

component. Aithough to date in the initiative the myth o f  peer review has 

been somewhat independent o f  the other two, it presents some interesting 

considerations for the future. To date, there has been no tendency to  see 

providers of private sector funds as having a role in the adjudication process 

relating to research priorities and projects. However, there is an established 

presence of the private sector, bath within the Corporate Campaign under the 

leadership of CCS, and also by the involvement of the President of BClC a t  the 

meetings. This presence has been accepted with very little discussion or 

debate. It is not inconceivable that a t  some point the voice of the private - 

sector representatives, particularly if coupled with considerable resources, may 

corne t o  be seen as a very important influence, even with regard to substantive 

research issues. As discussed in Chapter 7, there is much conscious dialogue 
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about the role in peer review of another stakeholder new to the scene (Le. 

survivor and cornrnunity representatives) . Having M o  potentially new 

stakeholders at the table inevitably presents the opportunity for cornparison and 

consideration o f  how and why these different groups are involved. At some 

point, having the involvement of private sector voices may enhance the 

incorporation of lay voices into the processes of doing research. 

Chapter Five provided a historical overview of the events leading up to the 

creation of the CBCRI in 1993, and identified the key decisions that were made 

a t  various stages of the evolution of  the CBCRI. This chapter has discussed 

three societal beliefs which appear to  have influenced the specific form which 

the initiative took at its inception. The next chapter considers in some detail, 

and along different dimensions, one important policy decision that was made, 

Le. to  include survivor / cornrnunity mernbers in the decision process. 



CHAPTER SEVEN 

LAY INVOLVEMENT IN DECISlON MAKING IN CANCER RESEARCH 

Introduction 

This chapter deals with one aspect inherent within the Canadian Breast Cancer 

Research Initiative (CBCRI) which has many dimensions of interest from an 

institutional perspective. Institutional theory is not so much an integrated 

theory as it is a family o f  concepts and arguments (Scott & Christensen, 1995). 

Chapter Six focused on those elements in the environment which helped to 

understand why the CBCRl came to take the forrn that it did when it was 

created in 1993. This chapter focuses on one of the actors or stakeholders in 

the breast cancer research organizational fieId. Lay3 mernbers are not  

traditionally an integral part of  research programs and structures in Canada. The 

presence and active involvement of  lay mernbers in the CBCRl is a unique 

aspect of this initiative, and one with important implications frorn an 

institutional perspective. This chapter describes the nature of  the involvernent 
- 

3The term 'layr has been used here to include those participants who did not 
have a scientific or research background. In the broadest sense, this term 
includes survivors, activists and persons without a personal history of breast 
cancer but who have an interest in the disease frorn some perspective. 
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of lay members, articulates the institutional elements which gave rise to  the 

inclusion o f  lay members "at the table", and then analyzes the legitimacy o f  this 

involvement as the initiative evolved. or was "executed" (Ring & Van de Ven, 

1 994). 

As described in Chapter Three, the institutional environment within which 

breast cancer research is enacted is replete with strong belief systems which 

generally result in a system o f  doing medical research which is characterized 

by well defined and routinized processes. These norms, beliefs and rules which 

give rise to  g a n t  competitions, peer review processes. and publishing 

standards have arisen primarily from within the professional sector (Le. 

scientists and academia) but are also enacted in much the same way by 

government agencies who fund research, such as the Medical Research 

Council. Decisions about which research gets funded are generally made by 

scientists or researchers who are considered "peers" of the person proposing 

the research. Although lay members have been involved as subjects in research, 

and also often as members o f  ethics cornmittees (or institutional review boards, 

as they are sometimes called), they have not been part of  this decision making 

process at the substantive policy and operations level within the research 
- 

"system" (Heymann, 1995). ln essence, having Iay rnembers involved in the 

policy making structures of the CBCRl introduces a potential new '"actor" into 

the organizational processes. This situation introduces many administrative 
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challenges into the research decision making milieu, particularly when the 

norms about decision making are so entrenched in current practice. 

The involvement o f  lay individuals in decision making within the CBCRl is a 

unique and central aspect to this initiative, and this chapter deals with that  

dimension from a variety of perspectives. In addition to the importance o f  the 

changed institutional profile, members of  the Management Committee 

articulated that the decision t o  include lay persons on the cornmittee was one 

of the key decisions which had been made. Some informants stated that it was 

"broad membership" generally, which was important. In this case, they were 

reflecting not only the presence of lay members, but also the fact that there are 

researchers from a wide variety of  backgrounds on the comrnittee ( Le. basic 

scientists, epidemiologists, nurses, health care researchers). For the most part, 

however, informants focused on the presence of the lay members. As one 

scientist remarked "the unusual members are the women, they're the main 

ones.... The really new presence in the community is the s u ~ i v o r s .  They've 

made it different" (P71: 13). 

Lay participation in research decision making is not  an organizational practice - 

that is institutionalized, and therefore, it is instructive t o  examine this structurai 

elernent o f  the CBCRI. in essence, the introduction of lay members into a 

research environment represents a changed organizational structure and 
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processes. Institutional theory has more traditionally been used to  examine how 

powerful forces (Le. institutions) are constraining in the evolution of 

organizations. However, institutional theory has been critiqued for that rather 

deterministic perspective (Aldrich & Fiol, 1994; Prasad, 1 99 1 1, and recently 

there have been attempts to use institutional theory to understand why and 

how instititutions actually change (Christensen & Molin, 1995). The present 

researcf-t addresses the issue of  the introduction of a new actor into the 

research scene. The lay members involved are acting essentially as agents for 

a new group of actors. 

The involvement of lay individuais is important at all phases of  the CBCRI. It 

was pressure from breast cancer suwivors which ultirnately gave rise to the 

commitment by the Government to  a broad based breast cancer initiative. 

including research. Governments and particularly politicians, are very sensitive 

to the feelings and input of voters. Pressure from survivors and their expressed 

desire to "have a sayn in how funds were expended on their behalf, led to a 

position of the Federal Government to be very  insistent that survivors be 

included in decision making processes. Hence, the fundamental decision to 

include them at  the table. However, as the initiative matured or was executed, 
- 

in Ring and Van de Venrs (1 994) terms, the role that suwivors would play 

began to evolve, as there was no established and accepted role pattern for 

thern to follow. As the initiative became established, continuing decisions were 
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made which deterrnined the precise nature of involvernent for the lay 

participants. 

The purpose of this chapter is two foId: to identify those institutional elements 

which may have led to the invoivement of lay individuals in the first place, and 

to analyze the legitimacy of this involvement, as this is central to the eventual 

permanence of this organizational innovation- 

The Nature of the involvement 

This chapter focuses on lay involvement in the Canadian Breast Cancer 

Research Initiative (CBCRI). This section provides a synopsis of  that 

involvement, so that the reader has a general sense of the context within 

which events referred to in the rest of the chapter take place. 

The principle that women could and should be involved in the various aspects 

of the Canadian Breast Cancer Initiative has been there since its inception. This 

resulted largely frorn activist impact on the Minister of Health and the 
- 

Parliamentary Subcornmittee on the Status of Wornen which did its work in 

1992. AIthough this principle was articulated and publicized at the Forum in 

November 1 993, it had already been incorporated into the governance structure 
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of CBCRI. This situation exemplifies the assertion that when changing social 

values become represented by the state, the potential for the disintegration or 

deinstitutionalization of historically entrenched practices is high (Oliver, 1 992). 

In one sense, adding a new stakeholder to the decision making process within 

the CBCRI may be viewed as the deinstitutionaIization of  the practice where 

only "scientific" peers are involved in decision making processes. When the 

Management Cornmittee of the CBCRl was first appointed by the Steering and 

Liaison Committee (comprised o f  representatives of  the funding agencies) three 

lay mernbers were appointed. Two of  these women were lawyers; one had a 

persona! history of breast cancer, and one was from a family where severai 

female relatives had either breast or ovarian cancer, and the other was a 

business woman who was more senior in age. The first meeting of  the 

Management Committee was held on May 29, 1993. A sumrnary of key 

aspects in which lay mernbers were involved in provided in Figure 7.1. 

Meanwhile, planning was evolving for the National Breast Cancer Forum, which 

was eventually held in Montreal in November 1993. One of  the subcommittees 

(Support, Advocacy and Networking) of  the Forum Organizing Committee was 

chaired by two prominent breast cancer activists, Sharon Batt and Pat Kelly, 
- 

and mernbership on the Management Cornmittee was discussed in that 

Subcommittee. They objected to the fact that the survivors on the cornmittee 

were not "self declared survivors" (P88:I 5). The activist community asked if 
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they could have a "representative" on the Management Cornmittee. The 

Steering and Liaison Cornmittee agreed, even though they had been very 

deliberate in not having other members represent either organizations or 

constituencies, in a formal way. The representative who ultimately came to be 

chosen was selected by a process which included writing to al1 Forum 

participants and asking for suggestions, as well as sending flyers to breast 

cancer su~ivor lact iv is t  groups, and other interested parties. Pat Kelly and 

Sharon Batt were asked for input on those who volunteered. Ninon Bourque, 

a young woman who was on the board o f  the Canadian Breast Cancer 

Network, and who had been a mernber of the Support, Advocacy and 

Networking Subcommittee o f  the Forum, attended the meeting of the 

Management Cornmittee in September 1994 and was appointed at that point. 

It was apparent that at least some women with a persona1 history of breast 

cancer, differentiated between "survivors" and "self declared suwivors". The 

fact that women would clearly identify themselves as survivors, and by 

implication, make themselves available to others who may have an interest, 

was important to those breast cancer survivors who were activists in the field. 

The principal partners, however, described lay representatives as being - 

survivors and cornmunity representatives (P l  5 1 ). 
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Figure 7.1: Highlights of Lay Involvement in CBCRI 1993-1996 

1993 Mar 

Nov 

1994 Mar 5 

Mar 6 

June 

Sept 

1995 April 

Sept 

Nov 

Nov 

1996 Jan 

Mar 

Sept 

Oct 

First meeting o f  the Management Committee. Two 
survivors and one woman from affected family appointed. 

National Forum on Breast Cancer, Montreal. 
Canadian Breast Cancer Network formed. 

CBCRI Workshop on  Formuiating Research Policies and 
Priorities- Forum subcommittee chairs attend. 

Management Committee decides t o  fund more grants than 
NClC would have and to allocate funds for priority areas of 
communications, health services and alternative therapies. 

President BClC invited to Steering and Liaison to discuss 
funding. Attends meetings o f  both CBCRI governance 
cornmittees from that point. 

Activist / survivor appointed to Management Cornmittee. 

Panel reviews Ietters of intent for cornmunicatior 
initiative. 

Retiring members of Management Committee replaced. 
New Co-chair with political and academic credentia 
appointed. 

Special panel reviews proposals for communication 
research. 

Health Services Research Workshop held in Toronto. 
Eight survivors attend. 

Survivor who attended health semices research workshop 
observes deliberâtions of NClC Behavioral Science Panel. 

Activist / suwivor added to-- task force planning 
alternative therapies workshop. 

Chair o f  review panel for special cornpetition in health 
services research announces that  lay member will be 
full voting member. 

Workshop on research methods for alternative therapies 
held in Vancouver. 
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Initially the work of the Management Comrnittee focused on laying the 

groundwork for the first granting competition, which was held in the Fa11 1 993. 

The decision had been made by the Management Cornmittee to hold one 

competition before the Forum in November 1993, even though they expected 

input about research from the Forum. On March 5, 1994, the day before the 

regularly scheduled meeting of the Management Comrnittee, there was a 

workshop held involving the chairs o f  the subcornrnittees o f  the Forum, in 

addition to rnembers o f  the Management and Steering and Liaison Cornmittees. 

The purpose of this workshop was to integrate the recommendations pertaining 

to  research that emerged from the National Forum into the research priorities 

of CBCRI. At  this meeting three guiding principles emerged for CBCRI. These 

were the maintenance of a scientific peer review process of the highest quality, 

participation by breast cancer survivors in the research process, and an 

expansion o f  the research mode! beyond the traditional biomedical paradigm. 

Research priorities for the Initiative were distilled from the recommendations t o  

include communications and psychosocial research, health systems research, 

environmental causes, alternative therapies, and the ethical implications of  

identifying breast cancer genes. In addition there were some mechanisms for 

fostering research suggested (Request for Applications, networks, operating 
- 

grants competitions). 
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A t  the meeting of the Management Committee the following day (March 6), 

the first substantive financial decisions were made when they determined how 

many projects to fund in the first grants cornpetition. After lengthy discussion, 

the decision was made to fund more grants than would be the case if the 

Management Committee used the same cutoff as the NClC had done. The 

discussion was animated and emotional at  times, and the suwivors were 

influential in swaying decisions, notably the ones to broaden the scope and 

fund targeted areas, and to  fund more grants than might have happened at 

NClC (Le. to fund further down the ranked Iist of projects). Several informants 

referred to an incident at the March 5 workshop which is reflected in the 

follo wing vignette: 

"I t  (funding of alternative therapy research) would never happen at 
NCIC. They would always protect the envelope for operating grants. 
People, that is scientists, were shocked at the aggressiveness o f  the 
women. They tend to overstate their case. The husband of a breast 
cancer patient who was there made one statement which I have heard 
repeated. He said we didnft need another trial of adriamycin testing 
evening doses versus moming doses. He pushed alternative therapies. 
Even the basic scientists were saying they thought he had a point" 
(P78:Zg). 

At the June meeting in 1994, the President o f  the Breast Cancer International 

Centre (BCIC) was invited to  attend the Steering and Liaison meeting to explore 

with the Committee a possible joint enterprise with CBCRl in funding breast 

cancer research. BCIC, (a recently created non-profit organization), had 
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raised funds for breast cancer research through cause-related 

a cooperative venture with Avon (a Company which markets 

products to wornen). An agreement was subsequently reached between CBCRl 

and BCIC. whereby CBCRl would receive funds from BClC for breast cancer 

research. Although there was a specific fund raising cornponent to the CBCRI, 

BClC was not  part of this initiative, as the Corporate Fund for Breast Cancer 

Research, as it was called, was created specifically to canvass corporate head 

offices for cash donations to the initiative. The BClC funds were, in essence, 

contributed by members o f  the public when they bought specific products from 

Avon. The President of  BClC was first invited to a meeting in June 1994, and 

he continued t o  attend throughout the period of this study. In March of that 

year, the Steering and Liaison Committee had adopted a policy for observers 

at Committee meetings, which stated that observers would be granted 

permission to  attend when it was judged that the addition of  observers would 

not detract from the productivity of the Cornmittee functions (Pl  44). The BClC 

representative became, de facto, a lay member on both the Steering and Liaison 

and Management Committees. Although not a voting member of either 

Committee, he did join in the deliberations o f  the Committees, and contributed 

comments which inftuenced certain decisions. Because of the "cukuren that - 

had been created, the Comrnittee worked by consensus and his contributions 

were sometimes influential, even though he was not officially a member of the 
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Cornmittee and had no "voten. He did not, however, work on any task forces 

through which much of  the work of the Commïttee was accomplished. 

Following the March workshop when priorities were identified, action plans 

were identified through which to address the priorities, and as special initiatives 

were identified, survivors were induded on each of the task forces, alternative 

therapies, communications and health services research. The Task Force on 

Alternative Therapies was chaired by a survivor. This group cornmissioned 

overviews of six popular therapies, and then proposed that a research methods 

workshop be held to  discuss research about alternative therapies. This 

workshop was held in October 1996. The Task Force that planned the 

alternative therapies workshop was chaired by two physicians with expertise 

in the area, but at the March 1996 meeting, the survivor who had been 

appointed to  represent the Breast Cancer Network, voiced displeasure with the 

makeup of  the Task Force, and was added to the workshop planning group. 

Task Forces were also struck to deal with health services research and 

communication. Decisions were taken to  establish a special cornpetition for 

communication related research, and t o  hold a workshop addressing health 
- 

services research to  seek input about further directions. The survivor / activist, 

who had a background in communications, joined the review panel to  

adjudicate the letters of intent which had been requested to address the 
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communications topic. Subsequently, she went on to participate as a non- 

voting member in the review of the full proposals. The suwivor who is a 

business woman was appointed as a member o f  the Health Services Research 

Task Force to help plan the workshop which took place in November 1996. 

This workshop was attended by eight survivors in addition to the one on the 

planning task force. Out of this workshop a decision emerged to run a special 

cornpetition for health services related research as well. 

Environmental causes of breast cancer, which had aIso been identified as a 

priority a t  the March 1994 meeting, was not addressed through a special 

initiative. Ethical implications, the last priority, was dealt with by having 

scientific members of the Management Committee attend meetings organized 

by another group associated with the CGAT initiative, whose primary purpose 

was dealing with the medical, ethical and legal issues associated with genetic 

research. 

The work of these task forces constituted specific initiatives to deal with 

priorities identified at the Forum and subsequently refined by the Management 

Cornmittee. ln addition to these special initiatives, annual grants cornpetitions - 

were also held, with grants being due in October, review of  these proposals by 

NClC grants panels in January, and funding decisions made by the Management 

Committee at their March meeting. These annual investigator initiated 
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cornpetitions are the major areas of activity of the CBCRI, with the majority of 

funds being allocated to this cornpetition. 

Institutional Elements S u ~ ~ o r t i n a  the Inclusion of Lav Members 

The early decision to have lay participants involved in the initiative can be 

traced to  the pressure that survivors put on the Government and traditional 

agencies during the Status of Women subcommittee hearings, and also 

subsequentiy at the Forum in Montreal in November 1993 (Greene, 1992; 

Health Canada, 1994). Lay members were seen as a distinctive group within 

the Management Cornmittee. Two broad categories of membership of the 

Management Committee were described by the Steering and Liaison Committee 

as being "scientists and health care investigators, and breast cancer survivors 

and community representatives" (Pl 53). 

lnsofar as the media reflects topics and perspectives that are of interest to a 

large part of the public, it is instructive to examine themes in the media which 

may inform the ultimate decision o f  the principal partnefs of the CBCRI to 
- 

include s u ~ i v o r s  on the Management Cornmittee. Breast cancer and cancer 

research were receiving proportionately more attention in the print media in the 
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years immediately preceding the establishment of the CBCRl 4. Considering 

information gleaned from all sources of data, (key informant interviews, 

meetings, media), three institutional forces were identified which contributed 

to  the inclusion of  lay members in the governance structure of CBCRI: our 

system of national governrnent, the ernergence and growth o f  a questioning 

attitude toward the medicai establishment, and increasing presence o f  the 

individual- 

The Nation State 

Perhaps the most obvious environmental force contributing to  the inclusion o f  

lay mernbers is our system of  national governance. The nation-state is a 

powerfuf institutionalized actor the world over. Governments (particularly in 

western dernocracies) have legitimate capacity to  speak to  the collective good 

in modern society, but this capacity extends beyond the formal system of 

government (Meyer, 1994). In our society, legitimate capacity to speak to the 

public good has been afforded to  other actors - nonprofit sector and special 

interest groups. It is part of our system of  governance to  Iisten to these 

' A complete summary of  relevant media coverage in the Canadian Business 
and Current Affairs Index is included in Appendix B, and relevant aspects are 
included later in this chapter in the section describing the context within which 
legitimacy is established. 
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institutional actors. This is clearly what happened in the months leading up to 

the creation of the multi-faceted Canadian Breast Cancer Initiative. including the 

CBCRI. The establishment of the parliamentary subcommittee t o  examine 

breast cancer was a result o f  issues being raised by a variety o f  groups, and of 

the 41 presentations made to the subcommittee, more than a quarter were 

from special interest groups or individuals representing a particular interest 

(Greene, 1 992)- 

Questionincl Attitude Toward Medicai "Establishment" 

Traditional agents of power within the breast cancer organizational field were 

subject to intense scrutiny in the years leading up to the creation of the CBCRI. 

As expanded in greater detaii in a subsequent section which analyzes media 

coverage of breast cancer. there was increasing attention paid to the fact that  

there had been Iittle progress made in understanding and treating breast cancer, 

and the organizational field was characterized by controversy arnong influential 

institutional actors. Researchers were carrying on acrimonious debate within 

their own professional journals; this carried over into the public media. Women, - 

particularly breast cancer survivors, were questioning the cornmitment and 

approaches of traditional agencies, such as the NClC and MRC, who were 
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unable to definitively say how much money they spent in any one year on 

breast cancer related research (Greene, 1 992). 

In addition to the specific issues surrounding breast cancer research, there were 

challenges being implied against the traditional providers of medical care in 

Canada. Politicians, particularly were presenting the argument that the health 

care sector in Canada was consuming more resources than the country could 

afford, or was necessary to provide services for Canadians. This general 

challenge to the system resulted in the National Forum on Health, which was 

established to find ways to  improve the health of  Canadians and the efficiency 

and effectiveness of  health services, in addition to major health reform 

initiatives in severa! provinces of Canada. There was a challenge by politicians 

toward traditional institutional players, particularly physicians and hospitals. 

This challenge, although initiated by politicians, and sometimes vocally 

criticized by individuals has, for the most part, been supported by Canadians, 

insofar as the reelection of  politicians (as has happened in New Brunswick and 

Alberta) is an indicator o f  support for the position. The implicit message is that  

those responsible for health care services generally need to receive a message 

from the public (on whose behalf the government is ostensibly working) that 

they need to refocus their energies. This message is consistent with the 

message that breast cancer survivors are giving the "establishment", be they 

care providers or researchers. 



Coupled with the questioning attitude toward established actors in the breast 

cancer research field, was an increasing sense of "agency" by individuals and 

groups of women experiencing cancer. A t  the world level, individuals, 

particularly women, have been accorded enhanced status within societies. 

Scott and Meyer (1 994, p. 210) speak of  "expanded personhood" which has 

resulted in extended individual rights and status. These rights are backed up by 

statements of positions of  international organizations, of world scientific 

professions, and by standards diffused throughoutthe world. This emphasis on 

the individual reflects recent American dominance on the worfd scene (Scott & 

Meyer, 1994). 

Acknowledgement o f  the right of women to  "have a say" was reflected b y  one 

informant when he said "Women are saying ... you've had your turn.. just 

possibly, if we as victims set the agenda, that  solutions will emerge" (P69:34). 

This sentiment was reflected in various ways 

in a general way t o  a larger political need. The 

of stakeholders, pamcularly individual women 

by informants, as they referred 

increasing presence of a variety - 

and women's groups, in media 

related to  breast cancer tesearch, is also reflective of increased legitimacy of 

this group. The political ideology of individualism is no doubt invoived in 
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legitimating the role of breast cancer survivors in research decisions, just as it 

has contributed to decentralized models of schooling, the expanded doctrines 

of mental health, and to models of  employee rights and citizenship (Scott & 

Meyer, 1 994). 

Leaitimacv of Lav Involvement 

Assuming that at least some of the stakeholders view the involvement o f  lay 

individuals as something that they would Iike to  become a regular part of the 

research process, attaining that "taken for granted" status, it is o f  interest to 

consider legitimacy of this particular structural aspect. From an institutional 

perspective, legitimacy is the outcome of interest. 

Legitimation is a process, and what is being examined here is the process of 

legitimation of survivors' participation in decision making about breast cancer 

research. The process to date can be broken into t w o  phases - the early phase, 

that which earned them a place at  the table, and a later phase which is 

concerned with establishing a sense among important stakeholders that lay - 

members have a desirable and appropriate role in that research decision making 

milieu. The early phase was addressed in the first part of this chapter; it is the 

Iater phase which is of interest in this section. 
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Legitimacy is a "generalized perception or assurnption that actions of an entity 

are desirable, proper, or appropriate within some sociaily constructed systern 

of  norms, beliefs, values and definitions" (Suchman, 1995). If the participation 

of  s u ~ i v o r s  in the research process were to become institutionalized, it would 

require that this involvernent be seen as legitimate. lt is clear within the CBCRl 

that  the involvement o f  lay perçons was seen to be a significant decision. 

Although several informants referred to  the broad membership in general on the 

Management Cornmittee as that which was important, it was most often the 

presence o f  survivors and lay people that was diçcussed. As one scientist noted 

"The really new presence in the cornmunity is the survivors. They've made it 

different .... Their sense o f  urgency is different." (P71). This was confirmed in 

early minutes of  the Steering and Liaison Committee when definition of t w o  

broad categories o f  membership for the Management Committee was described 

as "scientists and health investigators, and breast cancer survivors and 

community representatives" (P l  53) . There were clearly two main and distinct 

groups o f  members, with the determining characteristic being the presence or 

absence of a background in research, regardless of the specific discipline 

within which research was done. 

Suchman (1 995) presents a frarnework for legitimacy which includes three 

types of legitimacy, as mentioned in Chapter Three. These three types of 

legitimacy '(pragrnatic, moral and cognitive) can ail be examined with respect 
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to lay involvement in the CBCRl (Figure 7.2). Suchman envisions legitimacy as 

consisting of three types which Vary on the dimensions of source and ease of 

manipulation. Pragmatic legitimacy, which is concerned with self interest, is 

based largely on those elements which result in favourable tangible results for 

the organization, and the judgement is made by the focal organization. The 

second type of legitimacy (moral), is based on the perception that sornething 

is the right thing to do, a position which is based on public discussion. 

Cognitive legitimacy is the most elusive, and therefore, hardest to manage. 

Individuals arrange their experiences into stories that make sense to them. This 

sensemaking depends on the avaiiability of cultural models, or explanations for 

the observed or experienced events. 
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Figure 7.2: lndicators of Legitimacy duhg Early and Later Phases of CBCRI 

- - 

Type of 1 Early Phase 
Legitimacy 1 
Pragmatic 1 Politicians make 

I cornmitment to 
I include s u ~ i v o r s  

I in decision 
1 process. 

Cognitive 

Later Phase 

System has 
faiied victims 
they deserve 
turn a t  agenda 
setting . 
Survivors' 
contributions t o  

asking right 
questions. 

The next two sections provide an overview of the cultural setting within which 

lay representatives were establishing their roles within the CBCRI; that is, in 

Suchman's terms, they describe the "socially constructed system of norms. 

beliefs, values and definitions" (Suchman, 1 995). Legitimacy can only be 

understood within the context within which it is being assessed. The context 

of the CBCRl was characterized by a strong institutionalized environment of 

scientific research, societal influences "pushingn the envelope of breast cancer 
- 

research, a sense of lack o f  progress against breast cancer, and norms 

surrounding ptofessionaI/patient relationships. 
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There were multiple influences from society generalIy with regard to breast 

cancer research. Breast cancer patients and survivors, struggling in an 

environment where little progress had apparently been made, where the 

"experts" were fighting among themselves, and where more stakeholders were 

"having a say", were dernanding that more relevant research be done. There 

was a sense of urgency and militancy. Despite survivors taking a more active 

and militant role in the public arena, actions taken within the CBCRl 

Management Cornmittee environment were still sometimes characterizad by the 

norms of traditional doctorlpatient relationships. The next two  sections expand 

on these dimensions as gleaned from examination of the print media and from 

interview and observational data. 

Belief Svstems as Refiected in the Print Media 

Media is a major societal sector which uftimately impacts the macro culture 

(Abrahamson & Fombrun, 1992). One of the unique characteristics o f  an 

institutional perspective is its perception of the environment as consisting of 

norms, rules and beliefs that exert powerful, if indirect, influence on - 

organizations (Meyer, 1 994). The examination of organizational behaviour and 

structure in context is a perspective deeply engrained in institutional analysis 

(Scott & Christensen, 1995). An institutional approach requires attention to a 
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wide range o f  environmental influences, As such, the media is of value in 

understanding what that wider contexi contains. Examination of the Canadian 

Index between 1988-1 992 revealed that there were some topics that appeared 

consistently throughout the time period, but that over the six year period an 

increasing number of stakehoiders were involved in "making news" about 

breast cancer research. The expanded stakeholder roster was often associated 

with controversy and debate on a variety of topics. 

Media has been used in recent studies to assess legitimacy of a variety of  

organizations, biotechnology firms, cattle organizations, and banks (H ybels, 

1995; Elsbach, 1994; Deephouse, 19963. In the present research, media was 

examined not after the events of interest, but before, for purposes of 

developing an enhanced understanding of  the prevailing context within which 

lay involvement in the CBCRI was being enacted. Therefore, the media is not 

being used here to assess legitimacy per se, but rather to help elucidate the 

prevailing beliefs that provide the context within which legitimacy of lay 

involvement in research decisions was being considered. 

An examination of the content of print media immediately prior to the initiation 

of  the CBCRI offers a perspective on what beliefs were present and reflected 

to the population through this medium.. A more cornpiete synopsis of print 

media coverage between 1988 and 1993 of topics related to breast cancer 
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research is included in Appendix B. Breast cancer and cancer research had 

both become more newsworthy in the six year period leading up to the initiation 

of the CBCRI. Although each individual topic (breast cancer and cancer 

research) represented only a srnall proportion of  titles in the Canadian Index, 

the proportion o f  titles on each o f  these topics increased greatly during the six 

year time period from 1988 to 1993. Breast cancer titles represented -18 % in 

1993, compared with .02% in 1988, and titles coded to cancer research 

increased from -03% to  .18%, 

There were two  general trends observable in media coverage frorn 1988 to  

1993. These were the broadening scope of coverage related to breast cancer 

research, and the fact that there was increasing controversy or debate on 

several topics. The breadth o f  coverage was increased in a variety of ways, 

both by an increase in the volume of articles, and also in the nature of what 

they contained. There were some themes (understanding the causes of cancer, 

Terry FoxS, and indications o f  lack of overall progress against breast cancer) 

which were consistently present in the print media from 1988-1 993. In the 

earlier years, and indeed continuing throughout 1993, an interest in 

'Terry Fox was a young man who, 
set out t o  run across Canada in 1980 

after losing a leg to osteogenic sarcoma, 
to raise money for cancer research. This 

run, which was never completed because of his death from cancer. which had 
spread, spawned an annual fund raising event in September o f  each year. The 
Terry Fox Run is held in hundreds of Canadian communities each fall, and 
annually raises millions of  dollars for cancer research. 
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understanding the causes of breast cancer research was apparent. Research 

on a wide variety of potential causes was consistently reported, e.g. chlorine, 

high fat diets, alcohol, radiation. Although most often these reports were 

neutral in tone, in 1992 there was conflicting evidence and debate about the 

relationship between dietary intake o f  fat and fibre and breast cancer. 

Another topic which was consistently covered throughout the time period was 

the funding aspects of  research, and in particular, references to  the Terry Fox 

Run were present in every year. Also occurring in every year were reports 

which indicated a sense of lack o f  progress in dealing with breast cancer. In 

1988, breast cancer incidence was at its "highest reported level" (Pl 6:38); in 

1990 a report t o  the US Congress reported breast cancer's "fatality rate static" 

( P l  9:7), and in 1 992, Canadian MP's charged that the "war on breast cancern 

was " bungledn (P20:83). 

Against this backdrop of a sense of lack of progress, more attention was being 

paid to  breast cancer, and an increasing range of stakeholders was making the 

news. Over the six year period, the range o f  stakeholders and the topics under 

discussion which were included in media coverage increased greatiy, and there - 

was considerable debate and controversy from several perspectives. (Figure 

7.3). 



Figure 7.3: Trends in Media Coverage Related to Breast Cancer Research 

Dimension 1 1988-89 
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Persona1 
experience of 
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Exoanded stakeholders. Of particular relevance to a discussion on legitimacy 

of lay involvement is the atmosphere within which this dimension is being 

considered. Over the six year period, there was a distinct trend toward 

reporting on the views and opinions of a wider variety o f  stakeholders. 

References to any stakeholders in the media were limited in the earliest time 

period. with experts (usually physicians) being the only stakeholder group 
- 

receiving any profile. 
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There were slightly more references to aakeholders in 1990-91, when 

scientists or researchers, doctors or doctors' professional organizations, 

individuals (often a medical doctor o r  scientist) or private firmç, were referred 

to as commenting on vanous topics. Scientist's work in isolating cancer genes 

was often rnentioned, and a variety of stakeholders commented on the breast 

implant issue. For example: 

a Marne implant safe, Canadian Medical Association says (P 1 9: 1 9) 

a American company closes Meme unit ( P l  9:24) 

O Ottawa might have erred on Merne testing officia1 admits (P 1 9:36) 

a Meme breast implants safe, maker says: risk of  getting cancer 
from foarn implants is negligible (P l  9:52) 

The reported actions of  stakeholders with a higher profile in earlier time periods 

remained in the same vein. Government "pledges fundsn, "targets breast 

cancerw and doctors "defend mammograms". Scientists, although only referred 

to infrequently, were "uneasy over patient activitiesn and "worried about al1 

the publicity". Private sector interests had an increased profile during 1 990-9 1 

due to  their role in manufacturing breast implants and equipment used in 

detecting breast cancer. In the latest time period, prhate sector references 

were rnost ohen related to financial aspects of producing or testing new drugs. 
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There was a substantive change in articles which included a stakeholder 

perspective in the most recent time period (1 992-93). Women showed up as 

a visible stakeholder group for the first t ime in 1992-93. Over half of the 

articles including mention of  a stakeholder during this period mentioned either 

individual women or womenrs groups. Politicians and the government were still 

a commonly noted stakeholder, with experts (doctors and others), researchers 

and private companies having a lower profile. This prominence of the womanrs 

voice, or that o f  groups representing women, is new t o  this index. This 

presence is somewhat at odds with the l o w  profile that pressure groups 

traditionally have in public media (Hansen 1991). but may in fact be indicative 

of the increasing legitimacy of their "voice" in the environment (Strodthoff, 

Hawkins & Schoenfeld, 1985). 

In the media, women were being constructed as far from neutral actors. Their 

actions were reported as being reflective o f  strongly held positions. Headlines 

read: 

a Breast cancer fight to  get $25 million; womenrs groups demand 
survivor involvement (P20:3) 

a Breast cancer: the killer won't quit, so women are turning to 
tactics of confrontation (P20:41) 

Women mobilize over killer disease (P20:70) 

Canadian women shun cal1 for volunteers in test of drug (P20:72) 



Women angered by medical care in breast cancer: support group 
wants emphasis on early detection (P20:75) 

O Women's lobby running out of patience with medical response 
(P20:76) 

Fighting for action on breast cancer (Breast Cancer Action) 
(P20: 7 1 7) 

In addition to the rather strident tone reflected in these headlines, there was a 

theme of women wanting to bring talk about breast cancer out into the open. 

They wanted to "take the whisper out of talk about breast cancer", and they 

"rejected suffering in silencen. Contributing to this theme were reports o f  an ex- 

model becoming a "breast cancer pinup girl" when she appeared naked on a 

magazine cover ("Putting everybody in the picture: magazine-cover photo of 

breast-cancer victim baring the scars lies veil on what it rneans" P21:69). The 

personal experience o f  breast cancer had become a topic to be discussed in 

public. This sociopolitical presence in the media was also missing in earlier 

analyses of  media related to cancer. Clarke (1 986, p. 192) noted that "social 

or political actions seems, at  least from the mass media to hold out Iittle 

promise, interest, or hope". This appears to have changed. at  least with regard 

to breast cancer. 

Controversv and Debate. This critical tone which women brought to the breast 

cancer discourse in 1992-93 was not the only factor contributing to 

controversies and debate. Although the breadth and amount of debate was 
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greater in the most recent tirne period, controversy about breast cancer 

implants had been present from 1988-89. On the research front, doubt and 

controversy were present as well when the awarding of the Nobel prize was 

contested by the French who fel t  French researchers deserved to  share in the 

award. Some of the dearly held values reiating to research (e-g. objectivity) 

were called into question by this challenge. 

In the middle time period (1990-911, a societal issue related to 

environmentalism and national interests crossed boundaries with the breast 

cancer issue when a substance found in yew trees (taxoi) was found to be 

helpful in the fight against cancer. A headline in 1997, typical of  many others, 

declared: "Battle over the yew tree pits human Iife against foreçt Iife" (P37:33). 

Some commentators objected loudly to the use and destruction of trees for the 

purpose of  extracting this compound. 

There was a veritable explosion of critical headlines in the most recent tirne 

period under consideration, the most predominant issue being the National 

Breast Screening Study (NBSS) and various issues related to  screening for 

breast cancer. The NBSS was a large study initiated in the early 1980's which 
- 

enrolled approximately 90,000 Canadian women into a randomized controlled 

clinicai trial of various screening techniques (Miller, Howe & Wahl, 1981). One 

specific aspect of this study, the benefit of mammography screening in women 
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from 40-49 years of age, has ultimately been the subject o f  much professional 

debate, often acrimonious (for current synopsis, see Bailar & MacMahon, 

1 997). The controversy surrounding this study (and subsequentiy screening in 

a general sense), penetrated a variety o f  media, from public to professional. 

Headlines in the public media read: 

a Breast x-ray study faulted: method flawed, expert warns (P20:28) 

a Breast x-rays still urged: mammograms useful despite study 
results (P2O:33). 

Cancer testing plans halted: mammogram risk may outweigh good 
(P20: 134) 

a US board urges status quo: mammography under age 50 (P21: 1 4) 

From the time that results of  the screening program in forty year old women 

were published (Miller, Baines, To & Wahl, 1992), the debate and controversy 

dorninated the discourse related t o  breast cancer in 1992-93 within 

professional journals targeting Canadian physicians. In addition to a series of  

Ietters and editorials in the Canadian Medicat Association Journal, articles 

discussing a variety of aspects, including consideration of  who was making the 

daims, were published: 

When considering attacks against the National Breast Screening 
Study, consider the sources (P l  5:47) 

US resistance t o  Canadian mammogram study not only about data 
(Pl 546) 
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There was dissension within the medicallscientific community, and this 

controversy spilled over into the public media. The conflicting and controversial 

articles relating to breast cancer and mamrnography have been credited with 

leading to an intense and confused public reaction (Moyer, Greener, Beauvais 

& Salovey, 1995). 

In addition to the predorninant controversy related to the NBSS and screening 

in general, other topics began to creep into the media. The health care delivery 

system was the topic of  controversy as patients were having to wait long 

periods of tirne for treatment, and were being told to pay for their own travel 

costs (P21:67), Ethical aspects related to the delivery system were mentioned 

for the first time when advertisements by companies that make money from 

mammograms caused "controversy over ethics" ( P l  9:72). 

Broadened scope of  content. Although many of the topics which were 

controversial related t o  relatively new topics in the media , not ail new topics 

were controversial. Alternative medicine was initially coded by 

Index in 1990 and so began to show up, albeit 

Cancer patients "praised alternative treatments" 

infrequentl y, 

and - "carrot 

the Canadian 

in the index. 

cocktails and 

White knights" were cited by suwivors o f  breast cancer. Perhaps the most 

pervasive new theme underlying many of  the  headlines, was the increased 

presence o f  a variety o f  stakeholders, with the voice o f  s u ~ i v o r s  becoming a 
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new and important presence on the media landscape. The increased presence 

of  a wider variety o f  stakeholders was accomplished against a background of  

controversy and debate among the more traditional groups who had been 

commonly regarded as "expertsw. 

The Belief Svstems of  the Stakeholders 

The interpretive schemes (norms, values and beliefs) o f  the stakeholders in an 

organizational field provide the framework within which legitirnacy is 

established (Hinings & Greenwood 1 988). The preceding section highlighted 

those beliefs and contextual circumstances as portrayed in the media. This 

section reflects beliefs o f  stakeholders as gleaned from interviews and 

observation related directly to CBCRI. Not surprisingly perhaps, the underlying 

values and beliefs alluded to by various stakeholder groups emphasized 

different dimensions. In general, scientists emphasized aspects of the research 

process which are very dear to the scientific community (e-g. peer review), and 

although policy makers also felt these were important, they also were more 

cognizant of societal level influences. Lay informants, on the other hand, were 

more likely to  express opinions about the nature o f  what was being researched. 

and with what attitude, rather than the process per se. 



159 

The overlaps and differences among the values expressed by the stakeholder 

groups is instructive. Within the scientific community, it is ven/ clear that this 

group operates within the frame of a scientific' " world view". Strict adherence 

to the peer review principle was credited with providing credibility to the 

initiative (P92:9); peer review was seen as a factor which allowed the initiative 

to venture from commonly accepted wisdom, at least insofar as deviating from 

investigator initiated research was concerned, as illustrated by the following: 

"Although communication is a targeted area for research within the CBCRI, it 

is still peer reviewed research* (P94:23). Peer review appears to be the last 

bastion of excellent research. Informants serving on the Management 

Cornmittee coming from a research background of  some description were very 

clear on what they felt should be the driving principles within the initiative. 

Both the scientists and the policy and administrative groups spoke definitively 

about the importance o f  peer review within the CBCRI. The scientists also 

expressed reservation about the concept of  targeted research. On a broader 

level, the CBCRI can be seen to be targeted research, that is, the whole 

initiative is rneant to focus attention on one substantive area o f  research. The 

concept of targeting within the initiative was enacted by the setting aside of - 

envelopes o f  money for particular topics. ln the first two years of the initiative, 

this was done for communication research, alternative therapy and health 

services research, three topics which had been identified at the National Forum 
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on Breast Cancer, and subsequently adopted by the Management Cornmittee 

at its March 1994 meeting. Scientists had a great deal of  ambivalence about 

this(targeting in a general sense). The ideal of  investigator initiated, curiosity 

driven research is held in high esteem by many. In the words of one informant: 

Frankly, I'm not a fan of targeted research. It sends the wrong message, 
that is tha t  if you give enough money, it will lead to a cure. The issue is 
much more cornplex than that. I was also concerned that good research 
will suffer, if the agency shifts resources in response to political pressure 
(P l  0026) 

Although peer review was a strongly held value by both the scientific and 

policy cornrnunities. the aspect of targeted research was most often referred 

to  by the scientific community. Basic scientists were "uncomfortabie with 

targeted fundingn (P78:I 0); it was seen to be "inappropriate to focus undue 

attention on any particular area; it is not clear where the breakthrough wiIl 

eventually corne" (P85:7). There is a "longstanding distrust and fear of targeted 

research, because as soon as you place an envelope of money and say it has 

to  be spent, regardless of the quality of what cornes in, then you end up, we 

beiieve, with a poorer product in the end" (P 9 2 1  7 ) .  

Policy makers. however, although holding peer review in high esteem, did not, 

for the most part. express the same degree of rese~a t i on  about targeted 

research. The most predominant theme from policy makers was that o f  being 
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aware of the need to Iisten and react to those who have been affected by the 

disease. Policy makers spoke o f  "looking to directions that are either under 

researched or that are important to those who are affected by breast cancer" 

(P62:34); there was a "cornmitment to saying that the voice of women would 

be heardn (P65:2)- Tiiere was acknowiedgement of the guiding principle that 

emerged from the Forum, that of giving women fair representation in the 

various forums whose activities affected thern {P99:2) - 

Lay members expressed fewer opinions which reflected values on any topic, 

and of note, virtually none with regards to the research process, with the 

exception of reflecting a belief that scientists are conservative by nature and 

that they wished them to be more risk taking. One informant reflected on the 

decision to  go with peer reviewed, investigator initiated approaches as the 

primary strategy, and cornmented "it looked like a choice (whether ta go with 

peer review, investigator initiated approaches), but I really don? think it was.... 

there wasn't much choice" (P61:18) . Although the lay members did not 

express any particufar values about the research process, they did comment on 

the content of research. Science must be "relevant" (referring to fact that 

people use alternative therapies, so therefore they deserve attention) (P61:36). - 
Research methodology was seen to  be the puwiew of scientists (P89:23), but 

lay members often made reference to an ability of suwivors to offer a special 

kind of wisdom because of their experience (P89:5). 
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Although individuals with breast cancer and health care professionals were not 

interacting in the usual sense within which professional ethics related to 

doctorlpatient relationships could be expected to provide guidance to  actions, 

there was evidence of these norms influencing interactions within the CBCRI. 

A t  the initiation of the Management Cornmittee, lay members (who were either 

breast cancer s u ~ i v o r s  or family members) were not identified as such in a 

of members of  the CBCRl Management cornmittee. This was done out 

respect for the norms of patient confidentiality which would often govern 

doctor / patient relationships. That was not the relationship inherent in this 

situation, but those no rms guided behaviour with regard t o  disclosure. This lack 

of disclosure in the first instance, contributed to  a request by activists to have 

someone appointed who clearly could be seen to  represent their interests. This 

was the case. despite the fact that, when asked, the survivors and lay member 

on the committee were happy to be identified with their particular background 

which was relevant t o  their membership on the committee. 

This "professional" concern was a factor in another incident where 

professionals apparently made a decision on behalf of a lay member of the 

committee. One of the survivors on the committee had indicated a willingnesç 
- 

to serve on a particular task force charged with developing a plan to  hold a 

workshop on alternative therapies. This offer was not acted upon. apparently 

because of concern over the survivor's health (P89). 
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So, the belief systems which predominated within the CBCRI were the scientific 

"world viewn, which, not surprisingly, was very evident in the scientists' 

comments, and the attentiveness to societal influences within the policy 

community. The core belief in the value of peer review was held strongly by 

both policy rnakers and scientists, while the lay members did not challenge 

those beliefs in any overt way. Lay members valued in a general sense, 

"pushing the envelope" of traditional approaches, and encouraged risk taking, 

and challenging the status quo. This risk taking was often related to specific 

content areas of research (e.9. communications, alternative therapies). In 

addition to the foregoing, there were vestiges of the norrns of doctor / patient 

relationships operating in this environment, even though those roles were not 

inherent in the situation under study. 

Moral Leciitimacv 

As was illustrated in the section immediately preceding this, the contexf within 

which these lay members are participating is a research initiative, in which the 

institutions regarding research and the scientific process are strong and - 

pervasive. In addition to peer review, which was the aspect most often 

rnentioned, the desirability of investigator initiated approaches, norms with 

regard to conflict of interest, confidentiality of the adjudication system, 
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deadlines, and the importance of publishing in the "topn journals, for example, 

are al1 weH established. The "technology" of doing research is very 

institutionalized and taken for granted (Schwartz & Friedman, 1992). 

The question o f  interest, then, with regards to  the legitimacy of lay involvement 

in this system, has to  do with examining the question: How do s u ~ i v o r d l a y  

members corne to  be seen as acting "appropriately" or doing something 

"desirable", in that  setting? Based on data from key informant interviews and 

notes taken at meetings, several attributes were identified, some of which had 

to do with personal attributes of  the lay members. some which related to 

societal influence, and some related to contributions of  lay members to  the 

specific work of this initiative. The personal experience of  breast cancer is 

seen to confer sorne special attribute with regards to  "asking the right 

questions", but as yet, this dimension is not well developed or articulated 

within the initiative. 

Suchman describes legitimacy as an "anchor point o f  a vastly expanded 

theoretical apparatus addressing the normative and cognitive forces that 

constrain, construct, and empower organizational actors " (1 995, p. 571 ). He - 

provides a comprehensive framework within which to  consider legitimacy which 

differentiates three types of  legitimacy (pragmatic. moral and cognitive), in an 

effort t o  make sense of the various perspectives from which legitimacy has 
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been considered. Recent scholars have called for the explication of the specific 

perspective that one is taking when examining legitimacy (Suchman, 1995; 

Deephouse, 1996). It is the moral and cognitive conceptions o f  legitimacy that  

are primarily of  interest in the present research. Pragmatic legitimacy, the third 

type as described by Suchman, is of more interest in strategic research, rather 

than institutional. The logic of appropriateness (which is o f  interest here) can 

be cornpared with the logic of consequences (March & Olsen, 1989). There 

were examples of  actions taken t o  increase legitimacy of lay involvement 

because of  strategic reasons (e.g. the breast cancer activists represented votes 

t o  the politicians), but  those considerations are not of primary interest in this 

research. Those considerations are not maximally helpful in moving us toward 

an understanding o f  how lay involvement in breast cancer research policy 

making may corne to be "taken for granted". Taking overt actions to  appease 

breast cancer survivors and cornmunity members to  win votes at  the next 

election is an example of pragrnatic legitimacy. The interest in this research is 

with longer terrn changes in organizational practices and structures, which are 

more Iikely to  be sustained if they are legitimated through the interests o f  

multiple stakeholders, or there is a cultural explanation o f  the practice or 

structure which is taken for granted. - 

Although there were different norms and values expressed by various 

stakeholder groups (i.e. policy makers and scientists) with regards to  various 
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aspects o f  the situation within CBCRI, there were no obvious differences in the 

opinions o f  those groups with respect to the nature of lay involvement. There 

were individual differences, but the opinions did not  seem to  cluster by role 

(scientist or policy maker) within the CBCRI. Therefore, in this section, resuits 

are not  clustered by  group or source (Le. interview, meeting notes or media) 

but rather by the particular dimension regarding lay involvement about which 

a comment is being made or inferred. Comments or observations which related 

to the involvement o f  lay members were assessed to determine if they stated 

or implied that the action of lay members or suwivors was desirable or 

appropriate. 

Three dimensions contributed to a raters' sense of  whether lay involvement in 

decision making was positive; these were personal qualities and skills; the 

moral imperative; and contribution to  positive processes and outcomes (Figure 

7.4). Interviews and notes made during observation at meetings were reviewed 

to identify statements where an individual either made a direct statement about 

the presence or actions of  a lay member, or it was implied. These observations 

are summarized in Figure 7.4. 



Figure 7.4: Sources of moral legitimacy for lay involvement. 
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Unique contributions 
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The moral im~erative. One important source of legitimacy for lay involvement 

had its origins, not inside the CBCRI, but rather reflected societal pressures. 

It was widely acknowledged that progress against breast cancer was no t  what 

any stakeholder would like it t o  be. It was very hard to  deny that activist 

survivors had a point. Breast cancer activists succeeded in making the case. As 

one poiicy maker put it: "Subconsciousty there has been an absence o f  concern 

for recognition of  the reality of  the past 30 years. That, literally, a very large 

percent of breast cancer patients represent a failure. We do not  have an 

adequate understanding o f  the illness. ... .. The questions of survivors groups 

haven't been addressed ..... they have to  live the failures" (P69:18,19) . One 

statement illustrates this moral sense. It was seen to be necessary to inciude 
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survivors not  only because it was politically desirable, but also because it was 

"right thing to  don (P68:13). 

A related. but  sornewhat distinct factor was the fact that this pressure to  do 

something was being brought t o  bear by  members o f  the comrnunity. It was 

seen to  be a grass roots phenomenon. There is a general movernent in health 

care to  have the public accept responsibility for their health. It is difficult t o  

encourage individuals to take responsibility on one hand, and subsequently 

ignore them, when they corne as a group, saying there is a problem with the 

system. This presence, coupled with the background o f  lack o f  cohesion in 

professional / academic circles as illustrated in the print media resulted in 

considerable normative pressure to address this issue. 

Personal attributes. Many of the comments which reflected a sense that Iay 

members were making positive contributions that were seen to be desirable or 

appropriate related to  the verbal and interpersonal skills of individuals. Lay 

rnembers were seen to be articulate (P58:45;P79:1 O), able to negotiate well 

(P71: 13) and comfortabie in public forums (P61:5). These abilities contributed 

to a general sense or "essencen in Suchman's (1 995) terms, that the presence 
- 

o f  lay members "made it different" (P71: 1 3). The sense o f  urgency brought b y  

the s u ~ i v o r s  was seen to be positive (P7 1 : 14). Some scientists whose 

backgrounds were in patient related research appreciated the effect of the 
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CBCRI experience on scientists whose background was in laboratory sciences. 

One commented that she felt two of the basic scientists had had "religious 

experiences" with regards to being exposed to the input of survivors (P98:42). 

One scientist who attended the Breast Cancer Forum in Montreal described the 

experience this way: 

Basic scientists could be made to feel they are the enemy .... We broke 
into groups. The groups were a mixed bag. I was the only researcher .... 
A t  first, I was the outiier in the group. There was outright antagonism. 
It got better a t  the end. I took a really low profile .... It would have been 
very confrontational had I tried to present my views early on. There were 
a number o f  suwivors and lay people in the group. I'm not into 'groupy' 
kinds of things. I'd never been in a group like this. Someone hugged and 
kissed me at the end. It was very emotional. (P85: 1 6). 

Professional experience unrelated to the personal experience of breast cancer 

was important in assessing the participation o f  lay members. As the initiative 

evolved and the cornmittee looked for Iay members of  various work groups, 

professional experience was seen to be an important factor in the identification 

of  appropriate lay members of various work groups. For example, a lay 

member with communications experience was a mernber of the group which 

reviewed letters of  intent and subsequently research proposals related to 

communication. This experience was seen to be imporfant in establishing her 

credibility to do that. In the opinion of  the survivor involved, as well as others, 

this background made it possible to "bridge the practitioner / patient 

relationship ( P l  26: 1001 -1 002). and it reassured the scientists that her name 
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was not "picked from a hatn, and that she was chosen because of specific 

background in the substantive area (Pl 26: 101 2-1 01 5). Similar thinking was 

used to identify a suwivor to  work on other work groups Le. a breast cancer 

survivor with evaluation expertise (not a member o f  the Management 

committee) was chosen for the evaluation steering committee. 

Legitimacy based on the charisma or personal attributes of an individual tend 

to  be transitory in nature (Suchman 1995; Zucker 1991 ). These characteristics 

may be prerequisites for lay (or any other group) involvernent in such settings, 

but may not make any particular contribution to  institutionalization of  new 

routines. 

Positive contribution to orocesses and outcomes. Whereas the moral irnperative 

factors contributing to legitimacy can be seen to reside outside the boundaries 

of  the CBCRI, and the personal attributes rest squarely within the individuals 

involved, the source of legitirnacy presently under discussion represents the 

confluence of individuals with the substantive "work" o f  the CBCRI. The 

meeting in March 1994. previously mentioned from the point of view of 

emotion, was seen to be a significant event in the history, and one a t  which lay - 

presence was very influential and with outcomes that were perceived 

positively. A broader research agenda resulted from that meeting, and this 

direction was seen to be positive and attributable to the lay persons involved. 
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A broadened research agenda was seen to be the most important policy 

direction by ail stakeholder groups, and the specific directions taken were 

attributed to the lay members. 

One observation that was seen as reassuring to some o f  the scientists was that 

researchers who had been successful in receiving grants for research under 

previous regimes, were also successful within the CBCRI. Although there were 

new directions and initiatives, the core business of investigator initiated grants 

still formed the majority of grants, and that hadn't been eroded for traditional 

scientists. Although the lay members were not directly credited with that, the 

implicit observation was made that those things which people valued dearly 

were still intact. That is, the suwivors hadn't "mucked it up" too badly 

(P98: 1 1 ). 

Display of ernotion has been a factor in the evolution of the CBCRl and in 

people's assessrnent of an action being desirable or appropriate. Emotion has 

been interpreted both negatively and positiveiy. In a global sense, many 

acknowledge that it was the anger and ernotion, and sense of  urgency and 

challenge that resulted in the existence of CBCRI. This emotional dimension 

was new for many of the scientists, and they acknowledged its effect on them 

personally, and also on the process. There was a sense that this emotion had 

positive impact. A vignette from the meeting of the Management Cornmittee 
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in March 1994, to which the chairs of the various subcomrnittees of the Forum 

were invited to  help in the priority setting exercise, gives a sense: 

1 remember people (at the meeting in March 1994) getting quite 
passionate about what they felt the priorities should be. For example, 
(widower of a woman who had died frorn breast cancer) made quite a 
passionate speech about alternative therapies. I remember myself being 
personally quite affected by that and realizing that you cannot just Say 
no t o  people ... people were struggling with new feelings. ... lt gave one 
the feeling that if one could harness this energy and diversity to be 
productive, it would lead somewhere quite new (P58:39&41) . 

This meeting (March 1994 Workshop on Research Priorities) was seen t o  be a 

very significant event in the history of the CBCRI by many informants. The 

expanded mernbership and the emotional overtones contributed to what many 

people saw as a key point in the evolution of  the initiative. This was not the 

only time when emotion was involved in key decisions and where lay presence 

seemed to  be an important influence in the direction ultimately decided. Several 

key informants identified the March 6 meeting as one where a key decision was 

made. That decision was to approve the funding of more grants than would 

have happened if the CBCRI had used the same cut off  Iine as the NClC (the 

agency who was doing the peer review for  CBCRI). One scientist reflected: 

..if it wasn't for the women around the table, the funding in the first 
round would have gone differently ... the cutoff would have been higher. 
The lay representatives around the table argued forcefully .... The NClC 
staff were almost hysterical. ... Those women dug in their heels and wouldnrt 
go home. They didn't say sure. It was great. We ended up having a surplus 
so their instincts were righ (P78:21). 
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Although not well articuiated or described yet. there is an evolving sense that 

survivors bring some special ability to help "ask the right questions" when it 

cornes to research. In a general sense. this was exemplified by pushing for 

research in new directions. This wish was realized with the special initiatives 

in communications, alternative therapies and health services research. This 

theme was also present as steps were taken to make it possible for survivors 

to participate in the development of proposals in communities across the 

country. Unlike many of the sources o f  legm'macy where assessments were 

made primarily by scientific or policy rnembers, the lay members themselves 

felt that contributions to asking the right questions was a positive contribution 

that they could make. They "bring a different perspective" (P89:37), and they 

help to ask "how much have the scientists involved the comrnunity in al[ 

aspects of research" (P60:5). S u ~ i v o r s  were credited with "making it relevantn 

(P56:4). Although coming from a different background, the lay person who 

represented the Breast Cancer International Centre, which was contributing a 

considerable amount of money to the initiative, brought to the table a keen 

business sense. He is retired with a background in international business, and 

often contributed 

these cornments 

about wanting to 

input to financial forecasting and strategic discussions. Often 

contributed to the sense that other lay members brought 
- 

be more risk taking, and pushing the envelope a bit. 



Coanitive Leqitimacv 

The three aspects identified above (moral imperative. personal attributes, and 

contribution to processes and outcornes), represent "moral" legitimacy, as 

described by Suchman (1995). There is an underlying sense that the 

involvement of  lay rnernbers is the "right thing to  do" and these assessments 

are made as a result of public discussion and debate. 

Cognitive legitimacy stems mainly from the availability of cultural models that 

furnish plausible explanations for the organization and its endeavour. In the 

present case, it refers to the degree to which cultural accounts provide 

explanation for the involvement of lay members in health research policy 

making. To the extent that it is attainable, this kind of taken for grantedness 

represents the most powerful source of Iegitimacy. If alternatives become 

unthinkable, the organization or practice of interest has achieved the ultimate 

state of legitimacy. Indeed, cognitive legitimacy is necessary for 

institutionalization, 

The force of  the legitimacy argument will be deterrnined by the amount of  
- 

consensus within the relevant sector regarding the appropriateness of  the 

means selected to achieve the desired ends (Scott, 1 99 1 ). Legitimacy in this 

sense stems mainly from the availability of cultural models that furnish plausible 
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explanation for the organization or endeavour under study. Media is an 

important source of  cultural models. A Iegitimate account must mesh with both 

the larger belief systems and with the experienced reality of  the audience's 

daily life. 

The focus o n  cognitive models is the primary distinguishing feature of recent 

work in institutional theon/ (DiMaggio & Powell, 1 991 ). Earlier work tended t o  

see individuals and organizations as somewhat passive in their relationships 

with the environment. The idea that humans are active information processors 

brought a new dimension to institutional theory. A cognitive focus brings with 

it a perspective on agency, in that  it helps to explain individuals acting 

purposely in pursuit of their interests, rather than meekly submitting to the 

constraints of the surrounding social structure. The cognitive perspective 

focuses on the frames through which meaning is made, including the creation 

of  categories and typifications (Scott, 1 995). 

The present research was not specifically designed to do an in depth analysis 

o f  cognitive scripts within which those involved in CBCRl operated. However, 

as field work (as opposed to controlled experiments) on cognitions have - 

historically been under represented in the literature (Ilgen & Klein 1988). some 

tentative observations are offered. 
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Perhaps the most powerful cognitive streams are those that are never explicitly 

articulated, but yet are "taken for granted". In the case of the CBCRI, for 

example, the belief that research is the best way to advance knowledge about 

breast cancer was never challenged. Specifically with respect to lay 

involvement, however, very Iittle was taken for granted. There was general 

recognition by al1 informants that the presence of lay members in decision 

making processes was a novel occurrence. This aspect engendered a lot of 

comments from informants, and there were two themes which predorninated 

as informants explained the aspect of lay involvernent in CBCRI. These themes 

were tha t  of transparency leading to a reduction in criticism from non- 

scientists, and one relating to  the unique contribution o f  survivors to the 

process. 

There was a sense among scientists and administrators in particular, tha t  rnuch 

o f  the dissatisfaction among external (non-scientific) stakehoiders was due to 

the fact that they did not understand the process. The concomitant of that is 

that if the research process was opened up, and becarne transparent t o  

comrnunity rnembers. that their criticism and unhappiness would be assuaged. 

lnformants stated that: 
- 

It (involving survivor as observer at special panel) opens the eyes of 
survivors to the difficult choices. It is a gesture ... to lay people to show 
them the peer review process - it has always been hidden (P99). 



..we could let thern see the process, come t o  understand it, and they'd 
probably come to  think ... Gee, theyrre OK (P60). 

Another therne which was represented in a variety of ways related to  the 

justification for the presence of  lay members in decision making in the 

initiative. Although this concept is not  well articulated yet  within the initiative. 

there is a sense that survivors and lay members bring something unique, and 

that unique contribution has been credited with bringing some positive 

outcornes in some instances. For example, women's "instinctsn were credited 

with resulting in a situation where more research was funded (at the March 95 

meeting) than other mernbers might have supported (P99:23) and experience, 

either with the disease or with specific therapies was described as making 

research more relevant or valuable. 

Cognitive explanations reflect cultural accounts of events, that is, they connect 

means with ends. In the t w o  examples given above, the means whereby lay 

rnembers are involved in decisions is addressed. The two examples. however, 

irnply sornewhat different ends. In the first instance, welcoming wornen to  the 

table might imply that if the process is made transparent, then lay members will 

come to  appreciate the peer review process as an objective, fair, diffkult 

process which really does result in the best research being funded. The ultimate 

outcome in this case would be "status quo" as far as nature and amount of 

research is concerned, a t  least insofar as the lay member's presence is the 
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variable under discussion. In the second theme, there is a sub theme of lay 

members' contribution making a contribution to research that is in some way 

better, Le. more relevant or valuable. 

There is no agreed upon explanation for the presence and involvernent of lay 

members at this point in time. Although these two themes are inherent in the 

setting, there is no sense of a shared understanding of what lay members 

contribute, and what difference their involvement makes to organizational 

processes or outcornes. inherent in these observations is the assertion that 

how one interprets the events under observation depends very much on the 

worid view of the observer. A vignette serves to illustrate that point. 

One of the survivors had a particular interest in alternative therapies, and had 

gone to sorne length to tell the staff and cornmittee that she would be 

interested in helping ou t  on the task force struck to plan an approach to 

research related t o  alternative therapy. At the next meeting, at which a draft 

proposal for a workshop was discussed, and her name was not on  the list o f  

workshop planners, she was very upset, and let it be known to  the cornmittee. 

Her reaction was: - 

When I saw my name wasnrt on the task force for the workshop, I went 
ballistic. I felt personally slighted. I had gone out of my way t o  let people 
know of  rny interest .... I felt marginalized (P89:7). 
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One o f  the other committee members, on reflection, interpreted it this way: 

She doesnrt want alternate therapies to  be evaluated. She wants us t o  
accept that they work and prornulgate their use. She didn't put  that in 
words. but that's what she meant .... It was quite a shock to  me to 
realize that  she wasn't really interested in science (P79:9; P79:12). 

It is clear from this vignette that  the t w o  commentators viewed this epiçode 

through very different frames or world views (Dunbar, Garud & Raghuram 

1996). The survivor focused on the persona1 implications o f  the actions of the 

people involved, and the committee member (a scientist) viewed the exchang-s 

through a scientific frame. Both relied on the paradigm with which they were 

most familiar. There was obviously no collective sense of  what "should" 

happen in this situation. There were no clear n o m s  which defined the context. 

For example, there was no norm which said that lay members should decide in 

which activities they should participate. There rnay indeed have been a norm 

operating, as was suggested earlier. that  professionals could/should make 

decisions on behalf of patients. 

There is beginning evidence to  support the legitimation of lay members as 

partners in decision making about breast cancer research. However. there are 

still many areas where the role is  not clearly defined, and there are areas where 

the lack of shared noms introduce ambiguity and dissent. From a cognitive 

perspective there is no "storyn upon which ail stakeholders agree, that would 
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provide a sustainable justification for the continued involvement of lay 

members. Although there are some stated objectives for the initiative (see 

Chapter Three, Figure 3.1). there is no account of how the involvement of lay 

rnembers will help to achieve those objectives, or any real discussion about 

whether perhaps there is another reason why lay rnembers continue to be 

involved. Unless some cultural account develops to explain why community 

members arelshould be involved, why that is a good idea. and why any 

alternative arrangement which excludes community members from involvement 

is "unthinkable", the practice of involving cornmunity members may not be 

sustained in this initiative or in simiiar ones. or the practice of involving [ay 

persons may becorne only very ioosely coupled with the substantive work  of 

the initiative (Meyer & Rowan, 1977). 

Concludina Comments 

This chapter has explored the involvement of lay members in the Canadian 

Breast Cancer Research Initiative from severai perspectives. Lay members have 

been voting members of the Management Cornmittee. the main governing body, 
- 

since its inception, and as the work of the cornmittee has evolved, lay members 

have been involved in several task forces which were established to develop 

approaches to address three targeted areas of research that were identified as 
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priorities: communications, health services research and alternative therapies. 

This broadened research agenda was the most important policy decision made 

by the Management Cornmittee, from the perspectives o f  the members of the 

governing committees. There was no welf estabfished role for the lay members 

to play, but examination of their involvement and the legitimacy of that, is 

important to understand the potential future for this organizational dimension. 

The context in which lay members were initiating involvement in this breast 

cancer research initiative was one of  a sense of  lack of progress with respect 

to breast cancer, and czs where there was increasing controversy and debate 

within and among societal stakeholders. This environmental situation led to a 

sense of  moral obligation to listen to, and involve, breast cancer suwivors and 

other interested community members, in decisions that may ultimately affect 

them. There was a cornmitment made on the part o f  the funding partners to 

involve survivors and community members in the CBCRI. Part o f  the pressure 

to  do tha t  may have been pragmatic, from a political perspective. Survivor 

activists represented votes to politicians, and activists succeeded in getting the 

ear o f  the 

there was 

Minister of Health. The stakeholders involved seemed to agree that 

a sense of  moral obligation to breast cancer patients and families, to - 

do sornething about the situation. This, coupled with a sense of needing to 

respond to what was essentially a grass roots constituency. led to  an ongoing 

commitment to involve lay individuals in the ongoing work of the initiative. The 
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permanence of  this involvement, however, at least the impact o f  this 

involvement, may depend on the evolution o f  cognitive legitirnacy, that is, the 

development of a shared "cultural account" or story, about why the 

involvement of lay members is valuable, and how that value c m  be realized. 

The present research forms no evidence to support the existence of full-fledged 

cognitive legitimacy for lay involvement in the CBCRI. 



CHAPTER EIGHT 

REFLECTIONS ON INSTiTUTlONAL THEORY AND IMPLlCATlONS FOR 
FUTURE RESEARCH 

This chapter begins by revisiting the research questions and reflects in a general 

sense, what was learned. Then the reciprocal questions of how institutional 

theory aided in the understanding of  the CBCRI and how this research 

contributed to institutional theory are addressed. Finally, some implications for 

future research are discussed. 

Meanina Svsterns and Leaitimacv 

The questions poçed in this research sought to  increase understanding of 

meaning systems relevant to breast cancer research, and legitimacy. Meaning 

systems, or belief systems, as reflected through key informant interviews and 

print media, forrned the basis for addressing the first three research questions, 

which sought to identify what belief systerns exist, how they impacted the 

initiation of the CBCRI, and subsequently, how they inflüenced policy decisions 

made within the field. The question related to  legitimacy focused on one 

stakeholder (Le. suwivor or community representatives) which is new to the 

breast cancer research policy making domain. 
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The focus in this research has been on the normative and cognitive institutional 

elements, as compared with the regulatory dimension. Medical research, and 

specifically breast cancer research, is the organizational field within which the 

research was conducted. This field is characterized by well established 

institutions, e.g. investigator inm'ated research is valued as the pre-eminent 

forrn of inquiry, and objective peer review of  proposals by granting agencies. 

Juxtaposed against this institutionalized environment are opposing forces which 

support the questioning o f  the accomplishments o f  this system, at least 

specifically with regard to the disease in question. 

The institutional environment has been characterized as rationalized by Meyer 

( 1  994). He identified three levels o f  influence which ultimately impact on the 

organizational characteristics (structure and function) which are observed. 

Meyer presented a conceptual view of  the characteristics and proximity of the 

varying levels to what is ultimately observed. These varying levels of influence 

were detected within the breast cancer research organizational field. Figure 8.1 

provides specific elements for each of the three levels, as they are envisioned 

to  have impacted the breast cancer research organizational field, and 

specifically, the CBCRl in the present study. At the rnost immediate level, the 

specific structure that the CBCRl came to take, and the processes through 

which it accomplished work  reflect. in very direct ways, influence o f  the 

sponsoring organizations and the regulatory and formal governing systems of  
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which they are a part. Al! sponsoring agencies use investigator initiated 

research, and a principle of peer review as their primary modes of 

accomplishing their objectives. Work is often accomplished in the public sector 

through cornmittees comprised of a variety of stakeholders, and CBCRl is no 

exception. The cultural profile of related discourse, at least as reflected through 

the print media. reflected a situation where little progress against breast cancer 

was seen, and controversy and debate ensued among a widened scope of 

stakeholders. Survivors spoke out and were listened to, a t  this point in history. 

Our system o f  national government provided the framework within which this 

could occur (Leve13). and because of the very strong professional and scientific 

norms around how best to  move forward in research, the solution to the issue 

which was raised reflected, from an organizational sense, many of these 

strongly held values (cg.  peer review and a strong role for  investigator initiated 

research. On a more remote level from the situation of immediate interest, it 

is possible to see how world level trends may influence the situation under 

examination. Women's rights have achieved an increased profile world wide in 

recent years, and the medical paradigm (primarily as practised and prornulgated 

in the western world) is valued in vinually all societies. The fact that discourse 
.. 

on women's rights is present in the general societal milieu may indirectly 

influence cognitions relating to the importance of women's voices when 

speaking out about the breast cancer issue, for example. 



Figure 8.1 : The rationalized environment of the C8CRl 

Origins of 
Environmental 

Rationalization 

Wornen's 
rights 

Preeminence 
of medical 
paradigm 

Growth of  
individualism 

Normative 
Dimensions of 
Rationalized 
Environment 

Political 
influence by 
special 
interest 
groups 
possible 

Peer review 
valued 

Curiousity 
driven 
research 
valued 

Collaboration 
promoted as  
beneficial 

Mechanisms 
lnfluencing 
Organizing 
Situations 

Government 
funds 
research 
through 
specif ied 
mec hanisms 

Discourse 
about lack of 
progress, 
debate about 
screening in 
professional 
and public 
forums. 

Multiple 
speakers 

Cancer 
services 
separate 

Organizational 
Structure and 
Processes of 
CBCRf 

CBCRl 
governed by 
cornmittees 

lnvestigator 
in itiated 
research 

Peer review 
panels for 
special 
initiatives, 

Close 
identification 
with 
sponsoring 
agencies. 

These influences included in the table above have been discussed in earlier 
- 

chapters as infiuencing a particular policy decision, and the Figure above 

provides an alternate presentation, which takes into account temporal and 

spatial aspects. Some institutional forces exert more direct influence, while 
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some are quite removed, both in tirne and space. It is not difficult to understand 

that large, world wide belief systems take a considerable length of  time to 

change, and also their influence on local situations is more difficult t o  

understand in an immediate sense, but Meyer's model would suggest that 

distant belief systems nevertheless, may well impact local situations because 

of their scope and general pewasiveness in society. 

Legitimacy is examined specifically with regards to one innovation within the 

CBCRI, that of the involvement of survivors or community representatives in 

policy decisions relating to  breast cancer research. In a sense, this could be 

viewed as extending legitimacy. The legitimacy of research. per se, is virtually 

never challenged (French. 1987). and the formal organizations involved with 

the CBCRI are a h  well established and legitimate organizations of long 

standing. However, the specific dimension of interest, that of involving lay 

individuals, is a new structural process and therefore can be viewed as an  

extension of existing legitimacy (Ashforth & Gibbs, 1990). 

This research explored the legitimacy of the involvement of lay individuafs in 

the decision process. The decisions which were of  interest were relatively - 

close to the research. Whereas in at least one of the funding agencies involved 

(NCIC), lay members had been involved on  the Board for many years, the 

interest with lay involvement within CBCRI, was seemingly to get sornewhat 
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closer to  decisions about research projects, in addition t o  research policy, and 

also to  enable interested survivors to feel there was some mechanism for them 

to  influence decisions relating to  research. Factors influencing two different 

aspects o f  Iay involvement (inclusion a t  the table, and role enactment once 

there) were explored, and different factors were found to  contribute to  each 

o f  these two  dimensions. Societal factors (the national governance systern, the 

increasing legitimacy of individuals, and a questioning attitude to the medical 

establishment) contributed to  lay presence a t  the table. 

The fourth research question examined the bases for the legitirnacy o f  iay 

participants' influence on policy directions. This assessrnent was made using 

data about other stakeholders perception of  contributions of lay members. 

Participants of the CBCRl frequentiy inferred that actions or words o f  lay 

mernbers were desirable or appropriate. Although it could be observed that 

some stakeholders (notably the politicians/government) were supportive of lay 

involvement for instrumental purposes, it is apparent t h a t  cultural accounts do 

not yet exist which explain this involvement in such a way that  stakeholders 

take it for granted. Although there were several dimensions on which there 

were evidence o f  support for lay involvement, there does not  appear t o  be any - 

culturally accepted explanation of why lay individuafs should be integrally 

involved in research decision making. Later in this chapter implications of these 

findings for the lay community are discussed. 



Contributions of an Institutional Pers~ective 

In this section, the task is t o  reflect on what was gained by taking an 

institutional perspective in this research. In a generai sense, this research is 

concerned with increasing understanding of  various forces which contribute to  

organizational structures and processes which can be obsewed. The two 

primary contributions o f  taking an institutional perspective, in addition to that 

understanding gleaned from addressing the research questions (sumrnarized in 

the preceding section), are the consideration of lay members as institutional 

actors, and the potential implications of  that for that group o f  stakeholders. 

These two dimensions are addressed in turn. 

Survivors as Institutional Actors 

There has been ambiguity throughout this dissertation about the use o f  the 

terms: survivor, lay, community representative and activist. The term lay has 

been used to describe suwivors, activists, and Iay persons who have not had - 

a persona1 history of breast cancer. This reflects the variety o f  usage by those 

involved with CBCRI. This apparent superficial difference has potentially deep 

roots, and gives rise to  the current discussion about suwivors as institutional 
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actors. This section is about al1 those participants who could be subsurned 

under the "lay" category, and in essence includes ail those participants who do 

not have a research background. 

Constitutive Rules. Before the involvement of non-researchers in research 

decision making could be said to be institutionalized, the situation would need 

to be characterized by "symbolic and behavioural systems containing 

representational, constitutive and normative ruies, together with regdatory 

meohanisms that  define a cornmon meaning system and give rise to distinctive 

actors and action routines" (Scott, 1994, p.68). Although, as discussed in 

previous chapters, several actors in the breast cancer research field (Le. 

researchers and funding agencies) are well described and understood, the same 

cannot be said for lay partkipants. The nature of constitutive rules describing 

lay actors, that is the definition of the nature of lay members as actors and 

their capacity for action, is not understood or accepted. There has been a cal1 

for more studies detailing the construction of social actors (Scott, 1995). The 

present research contributes to the understanding o f  the construction of  lay 

participants. 

There are competing definitions o f  lay actors, and no clear sense o f  what the 

expected actions should be for Iay individuals in decision making related to  

research. Neither the descriptions nor the actions are clearly understood, as is 
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necessary before actors become institutionalized. There is lack o f  clarity 

regarding both aspects of constitutive rules with regard t o  lay involvement: the 

definition of lay, and a common understanding o f  what actions lay actors 

should take in a particular situation. In Searle's terrns (1  969, quoted in Scott, 

1995. p. 61), there is no agreement that "X counts as Y in context C". 

Although the sponsoring organizations grouped non-researcherstogether under 

the rubric suwivor and community representatives, different stakeholders 

tended t o  perceive members of  this larger group in different ways. The implicit 

characterizations differentiated suwivors from activists, survivors f rom lay, and 

community representatives from those bringing financial resources t o  the table. 

A newspaper headline in 1993 read "Patient activists turn up spotlight - both 

scientists and s u ~ i v o r s  are worried about al1 the publicity" (P21:l 1). 

suggesting that not  even al1 s u ~ i v o r s  shared the same view of  the situation. 

The labelling of  survivors as soch was apparentfy important to  at least some of  

the breast cancer survivors who were no t  on the Management Cornmittee. 

Although representatives of the sponsoring agencies were apparently more 

cornfortable referring to the non-researchers as lay and community - 

representatives. even they did not  typically include the President o f  the BClC 

in their description, suggesting that bringing resources t o  the table placed one 

in a different category than other Iay participants. The presence of the 
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President o f  the BCIC a t  meetings was never questioned. His presence was 

apparently taken for granted by those around the table. It is possible that lay 

members bringing resources to  the table could be defined differently than those 

who corne because o f  a. personal interest in the substantive content area o f  

research, bu t  another view tends t o  group al1 those without a research 

background as in essentially another group. 

The constitutive rules by which participants defined those non-researchers 

around the table were not  well defined nor agreed upon. Nor were the actions 

and contributions of lay people agreed upon. As each new situation arose while 

the work o f  the Management Cornmittee was being accomplished, be it a 

special panel for communications, planning a research methods workshop for 

alternative therapy or planning an evaluation strategy, there was conscious 

discussion about how to  involve "survivors" and on what basis they would be 

selected. In these cases, the discussion was explicitly focused on suwivors. A t  

the governance level, the presence and contribution of survïvors and other lay 

members was more taken for granted, as the ground rules were such that 

everyone understood that  official mernbers o f  

others (such as the President o f  BCIC) did not. 

the commitîee had a vote, and 

This role in a governance sense - 

is not new t o  the field. The NClC has had lay members on  its Board for years, 

and this involvement of  lay individuals at  the programmatic level o f  research 

initiatives is not  unusual (Schwartz & Friedman, 1992). What has given the 
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sense of novelty to the CBCRI is the explicit involvement of that subset of lay 

members who are indeed "su~ ivors" .  The involvement o f  lay members who 

are survivors has been championed by the Federal governrnent. From the 

perspectives of  the Federal government (the politicians a t  any rate), and the 

survivors themseives (particularly the activist survivors), this distinction is very 

important. From the perspectives of the funding pamers, and members of the 

Steering and Liaison Cornmittee, the focus has been more on a broader 

definition o f  "lay and community members". These differing characterizations 

have implications for future directions. 

Coonitive As~ects .  The central concern when considering lay or s u ~ i v o r s  as 

institutional actors is to understand them as a collective entity. The societal 

context contains prescriptions about the type of organizational actors that are 

socially possible, and how they can be structured. Although as previously 

indicated, individuals are accorded a heightened sense of  legitimacy in the 

modern western world, at any rate, it still presents challenges to understand 

how individual influence can impact system level activities, such as breast 

cancer research. This research has been primarily concerned with the 

legitimation of survivors as institutional actors. Although collectives are often - 

conceived of as arising from lower level units and interests (e-g. breast cancer 

survivors in communities) they are as much the embodiment of the 

prescriptions of the available cultural forms (Meyer, Boli & Thomas, 1995). In 
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the case history of CBCRI, the survivors sought influence through the existing 

institutionalized structure of the research community, acting primarily through 

the political system. Although the CBCRI was a newly created organizational 

initiative, the techniques through which research is accomplished through that 

mechanism are very conventional. 

The survivors looked to  the traditional powerful agents as an avenue for 

influence. The state and professions are seen as the two classical loci of  

rationalization in the contemporary political environment (DiMaggio and Powell, 

1983). Everyone (Iay members included) assumed that the  "correctn thing to 

do in this case was to  "rnimic" what the scientists do. Suwivors did not 

apparently look to other models for  direction. This is n o t  surprising, given the 

isomorp hism which is often characteristic in organizational situations, 

particularly when there is uncertainty about what  direction t o  take (DiMaggio 

& Powell, 1983). 

lrnplicit in the series of  events that  led to  the formation of the CBCRI, is the 

rationalization that influencing the political process and ultimately the decisions 

made about research funding through fairly traditional techniques (investigator 
- 

initiated and peer reviewed mechanisms) was the way t o  change the nature of 

research that was done about breast cancer. This i s  the "means-ends" 



195 

connection that seems to  underlie the direction o f  the involvement o f  lay 

individuals. 

The present research has concfuded that there is no basis a t  the current time 

on which to  expect that survivors involvement in research decision making will 

be maintained, a t  least from the perspective that it will have long-lasting impact 

on substantive research decisions. This is a t  least partly due to the absence of  

a cultural account which explains why the involvement of lay members is 

valuable or essential, and how that value can be reaked. 

The cognitive dimension of this situation is important because how participants 

think of the role and involvement of lay persons will ultimately influence 

decisions and actions taken by the various stakeholders. Whether non- 

researchers are thought of primarily as s u ~ i v o r s ,  as interested community 

members or as sources of resources wiil influence what various stakeholders 

feel are the "right" things to  do in the future. 

Constitutive rules regarding the definition of actors and actions are based very 

much on the cognitive bases underlying those dimensions. In the case of - 

laylsurvivor involvement in research decision making, those dimensions include 

the definition of the 'actor" (lay, suwivor, activist), the nature of their 

involvement in the whole research process (their actions), and the underlying 
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rationale, or  cultural account, about why that involvement is appropriate or 

desirable in the first place, and ultimately perhaps, the basis for  it becorning 

"taken for granted". There is no agreement on the constitution o f  survivors as 

institutional actors within the breast cancer research organizational field. 

Implications for StakehoIders 

It is not  uncommon to reflect on the management implications o f  organizational 

research. Given that the emphasis in this research was no t  instrumental 

outcomes, but rather increasing understanding of a situation, it perhaps makes 

more sense t o  reflect on the potential implications of this research for 

stakeholders, and in particular with relevance to lay involvement, rather then 

specifically managerial implications. This section addresses potential 

implications for stakeholders interested in lay involvement based on varying 

cognitive frames through which various players may be viewing lay 

involvement. These frames are variously as resource providers, as interested lay 

comrnunity representatives or specifically as breast cancer s u ~ i v o r s .  If one 

accepts Suchman's (1995) implicit assertion that for maximum input or - 

influence, any particular stakeholder group must be seen to  have cognitive 

legitimacy, then it is valuable to  consider the competing explanations that may 

exist in people's minds to  justify the involvement o f  lay individuals. 
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Survivors are in the process o f  being constituted as institutional actors in breast 

cancer research. Frorn an institutional perspective, the emphasis is not on the 

influences of  various factors on  actors, but rather the creation of  actors through 

transformations in meaning systems (Scott & Meyer, 1994). The meaning 

systems with regard t o  the involvement of  lay representatives in research 

decision making are still evolving. Although institutional theory is not often 

explicitly called upon to help formulate strategy for organizations, consideration 

of information gleaned through an institutional analysis can provide one frame 

for thinking through potential implications of  actions. 

First, a consideration of  lay members as resource providers. This aspect of lay 

involvement was not consciously discussed either by informants nor in the 

meetings to any extent, a fact that is interesting in itself. The fact that the 

President of BClC attended and contributed was not  a matter for conscious 

consideration. This rationale for lay involvement will be more or less ignored in 

the current discussion, as this rationale for being involved did not  appear to be 

in question by many stakeholders. Indeed, his presence was welcomed, and his 

contributions often significant in future deliberations of  the cornmittee. 

However, they were of a different nature. For example, there was never any - 

consideration of hirn playing a role in any of the tas& related projects of  the 

Management Cornmittee. At the governing level, even if he didn't have a formal 

vote, his presence was accepted and opinions valued. A related observation to 
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this. is  that the survivors on the committee were not viewed as purveyors of 

resources. While this may have been the case with regards to  financial 

resources, if one considered other resources, such as human research subjects 

which are necessary to conduct clinical research, then s u ~ i v o r s  (and newly 

diagnosed patients whom they may represent) could be seen to represent a 

very important resource in clinical research, a t  least. This reaction t o  the 

individual representing a source o f  funds is consistent with the view taken of 

other resource providers. In particular, the CCS has been an important source 

o f  financial resources for cancer research for  many years. and although many 

o f  the lay people involved in that organization are indeed cancer survivors, they 

did not  tend to be viewed as speaking for survivors in the context o f  breast 

cancer research. The aspect of disease representation çeems t o  be distinct from 

the resource generation dimension. 

The primary question of interest then, if one accepts that the construction of  

resource providers is unique within the realm of  lay participants, is the question 

o f  s u ~ i v o r s  versus Iay representation. Many breast cancer s u ~ i v o r s  obviously 

see that experience as being unique, and this is evidenced by the many breast 

cancer support and action groups which have been formed, and the formation - 

o f  the Canadian Breast Cancer Network after the National Forum. However. 

from the perspective of at least some of the representatives of sponsoring 

partners. reference to participants was often terrned as breast cancer survivors 
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andfor community representatives. This is understandable. as for funding 

agencies t o  consider the implications if they were t o  give full consideration to 

breast cancer survivors, this Iogically would lead to the obligation to give similar 

consideration to other groups with an interest in a specific types of cancer, 

e.g. prostate. childhood cancer. From a logistic and operational perspective, 

this situation could present considerable challenges. 

The task then, is to consider how the construction of  breast cancer s u ~ i v o r s  

as institutional actors might best be accomplished in such a way that  they 

might gain legitimacy, and specifically work toward cognitive legitimacy, where 

they will be integrated as a valuable and necessary participant in research 

decision making. If one accepts the tenet of cognitive legitimacy as the ultimate 

state which would assure continued and taken for granted influence o f  breast 

cancer survivors in decision rnaking, it is useful to consider how the "cultural 

accountt' that would support that state might corne to exist. 

The follo wing paragraphs identify actions. which, if taken, would contribute to 

the construction o f  survivors as institutional actors. The constitution of  

institutional actors relies very much on the cognitive bases for the definition o f  - 

the actor, and the actions which corne to be associated with, and taken for 

granted when performed by that actor in a particular situation. In this sense, 

there is a close link with the notion of cognitive legitimacy as described by 
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Suchman (1 995). The actions which an institutional analysis might suggest, 

are grouped into those actions suggested for breast cancer survivors, those 

suggested for funding agencies, and those for scientists and researchers. 

Breast cancer survivors. Not surprisingly perhaps, most of the suggested 

actions are relevant to breast cancer survivors- The directions that survivors 

could take to increase their status as institutional actors include aligning with 

a larger base of  influence, CO-opting professionals to their cause, ensuring 

opportunities for dialogue on the topic of involvement of those personally 

affected, advocating for research on survivor involvement and framing survivors 

as an important resource for the accornplishment of clinical research. Perhaps 

the most important one would be to align with a larger base of influence. In 

those situations where institutional change has been studied, the construction 

of some type o f  organizational presence at the field level has been important 

in that change (Brint and Karabel, 1 991 ; DiMaggio, 1 991 ; Galaskiewicz, 1 991 ) . 

In the case of breast cancer survivors, that field level organization does not yet 

exist, but if one conceives o f  the interest as emanating from a personal, rather 

than professional interest in a particular health situation, it is possible to  

identify many partners in this inherent interest, e-g. AIDS, other types of - 

cancer, diabetes, the disabled. Engaging knowledgeable and respected 

professionals in the development of survivors as institutional actors would be 

another strategy. Although there are individuals, scientists and professionals 
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working within the CBCRf who support the involvement of  survivors, in one 

sense, the s u ~ i v o r s  have been CO-opted into an existing institutionalized 

system. Amacting respected and legitirnate professionals to support the 

inclusion o f  those with a personal interest in a general sense, and not  only 

within the CBCRl would enhance the development o f  the actor role for 

survivors. Advocating for research into the involvement o f  suwivors in 

research decision making is another technique that could be used to increase 

the legitimacy o f  their involvement. As this is in a research realm, framing this 

involvement as a research topic may increase the salience for those decision 

makers in this milieu. Scientists and researchers are legitimate actors in this 

organizational field, and adopting their institutionalized mechanisms o f  

advancing knowledge is consistent with their world views. This places this 

topic within the realrn of  the knowledge generation system that already has 

legitimacy in our society. Although perhaps less important, but consistent with 

the importance that most stakeholders place on resources, might be the 

development of the concept o f  breast cancer patients/survivors as a necessary 

resource for the accomplishment of clinical research. Although clinical research 

is only part o f  the entire spectrum, it is an important part, and one which would 

not be possible without the cooperation of s u ~ i v o r s  and patients, whether that 

research is treatment oriented or more psychosocial or  etiologically oriented. 

There have been some inklings in the media that a t  least some research 

participants are aware of that fact, but  it has never been articulated to  any 
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degree. Resource acquisition is an important part o f  any organizational initiative, 

and research- subjects are a necessary component of  research involving 

humans. 

Research fundina aaencies. Agencies which provide financial support for 

research wield a great deal of  influence in the research field. The two  resource 

providers in this field are the government, through ifs various mechanisms, and 

the Canadian Cancer Society. Although the government has been instrumental 

in contributing to  the legitimacy of  survivor involvement, their actions would 

appear t o  have been based more on pragrnatic considerations with positive 

results for them as a self-interested party. In order to contribute to  the 

development of a cognitive base for the involvement of  su~ivors ,  providing 

enabling resources to  survivor groups in order to  facilitate some exploration of 

potential partners within the larger society and to  enable dialogue around this 

topic, may make a positive contribution in the direction o f  increased salience 

for survivor involvement. The Canadian Cancer Society, as the other provider 

of resources in this situation, could ais0 nurture the development o f  a lay role 

in cancer research (beyond governance and resource provision). 

- 

Scientists and researchers. Researchers are, in their own way, as unorganized 

in a formal way, as survivors. The difference is that researchers are already 

very legitimate actors in the research field, and to some extent, it is this group 
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that is most threatened by the potential influx of suwivors as players in 

decision making. Although some scientists have shown interest in developing 

an understanding of the relationship between public (or non-professional) 

interests and science (Blume, Bunders, Leydesdorff & Whitley, 1987), this 

intersection does not have a presence on the Canadian landscape, a t  any rate. 

Often, in the cases cited in the edited volume just cited, the interest was based 

upon an initial desire of scientists to perhaps be more socially responsible 

(Arnsterdamska, 1987; Leydesdorff & Van Den Besselaar, 1987), rather than 

the pressure for change coming from the community of interested lay members. 

If researchers want to understand and participate in the evolution o f  suwivors 

as actors. it may be desirable to create opportunities a t  relevant scientific 

meetings to  create an opportunity for dialogue on this topic. 

Toward an ideoloov o f  lav involvement. The underlying theme in many of the 

potential directions that various stakeholders could go, is the development of 

an ideology which supports and makes understandable, the involvement of 

survivors, or those personally affected, in research decision making. This would 

need to happen in many venues, both where individual stakeholder groups 

could dialogue and share experiences among members o f  their own stakeholder - 

group, but ultimately an account which was shared would need to evolve, if 

those personally affected were to be included as meaningful partners in 

decision making. In some sense, this section has been about how skilful 
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entrepreneurs might put institutional logic to strategic use. a perspective in 

institutional analysis that has been neglected (Powell & DiMaggio, 1 99 1 ). 

Actions or directions identified above are not offered necessarily from any value 

base, but rather draw on institutional theory to suggest steps which may be 

helpful if stakeholders are interested in moving toward the constitution of 

breast cancer suwivors as institutional actors. The main impression resulting 

from the foregoing is that breast cancer survivors are more likely to becorne 

institutional actors in research decision making if their involvement is situated 

within a broader ideology which supports the inclusion of those individuals with 

a personal (as opposed to  a professionai) interest in the focal health issue. This 

is not to  Say that their presence in decision making situations will disappear if 

this does not occur. Powerful actors, such as governrnent and political leaders, 

can use their considerable influence to  ensure suwivors are nominally "at the 

table". However, the motivation for this is more pragrnatic, and the outcornes 

desired on the part o f  these powerful actors are not necessarily the 

development of  a deeply rooted ideology wherein those personally affected 

have the right to a say in future directions. 



Contributions of this Research 

In addition to the increased understanding that an institutional analysis brings 

to  the breast cancer research organizational field, there were several aspects 

of the research which were unique. These included the application of 

conceptual rnodels recently appearing in the literature, the use of media in  a 

unique way to study legitimacy, and the articulation of a rationalized 

environment for breast cancer research. 

A ~ ~ l i c a t i o n  of Rinq and Van de Ven's Conceptual Mode1 

This research is an application of Ring and Van de Ven's (1 994) model t o  an 

actual interorganizational situation. They proposed the evolutionary framework 

with the intent of enriching interorganizational relationships and also relevant 

interorganizational theory. While several models articulate various aspects o f  

the development or a t  least critical factors in the initiation and subsequent 

development of [OR (Alter & Hage, 1993; Hakansson, 1982), little attention 

has been paid to the processes involved in development. Their framework has - 

been used as a screen through which to consider the important policy decisions 

that were made in the breast cancer research domain in Canada. Building on  

Commons' (1950) work relating to transactions, Ring and Van de Ven 
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formulated propositions relating to  several aspects of the developmental 

process. The present research was not specificalIy designed to test these 

propositions, but given their existence, were considered in a cursory manner on 

reflection. The emphasis in the current research was on determining whether 

the stages as described by the authors couId be used to understand the 

developmental process of the CBCRI. The frarnework was helpful in 

understanding the important p o k y  decisions made within the CBCRl and 

putting them into some chronological context. It was apparent from using Ring 

and Van de Ven's framework that the decisions made during the negotiation 

and cornmitment stages really provided the framework within which other 

stakeholders could contribute t o  decisions. The partners in the early phases 

were the traditionally more powerful players. It may be useful to add 

consideration of the type of partners and the nature of their involvement to 

this evolutionary framework 

Use of Media to Assess Context Within Which Leqitimacv is Beinci Assessed. 

The print media was used in this research to describe from one important 
- 

source the context within which breast cancer research was being 

accomplished. Although media has been used to make an assessrnent of 

legitimacy after the fact, such as in the case of the California cattle industry 
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(Elsbach, 19941, banks (Deephouse, 1996) and the biotechnology industry 

(Hybels, 1995). the media was used in this research to describe the various 

perspectives which seemed to be prevalent and for various stakeholder 

audiences. Although the use of headlines only can o f  course be criticized for 

the brevity of information included, this is somewhat balanced by the 

tremendous scope for examining a variety of  publications from across Canada 

and the ability to look specifically at messages emanating from and aimed a t  

specific stakehoider audiences. 

Articuiatinq the Rationalized Environment 

Organizational research using an institutional approach has tended to  focus on 

the organizations at  the end of an overall causal chah and on the factors (e.g.. 

state poiicy) immediately affecting them. The importance of  institutional factors 

in determining organizational structure and change is now linle contested. On 

the other hand, the absence of  clearer ideas about the nature and trajectory of 

the rationalized cultures that so affect organizationa! life has Iimited the 

development of the field. Meyer (1 994) described elements of a model which - 

might account for varying levels of influence. The main message in Meyer's 

description is that  researchers should think more globally and consider those 
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influences which may be quite removed spatially and perhaps chronologically 

from the immediate organizational situation of interest. 

His model provides one framework within which to begin to think about this. 

In this chapter, Meyer's model was used to organize and "make sensen of the 

various institutional forces which have been identified as important in shaping 

the CBCRI in Canada. It is a helpful model within which to try to understand a 

wide variety of  influences, and also to place the varying sources of influence 

into some perspective. For example, growth o f  individualism woridwide and 

the fact that western governments (such as in Canada) have funding 

mechanisms for medical research can both be seen to have potentially 

infiuenced the ultimate decisions relating to CBCRI, as the donation by the 

Royal Bank of  a large sum of money did. Meyer's levelled model of a 

rationalized environment provides a framework, and was used in the present 

research to understand how these disparate forces could be conceptualized and 

used within an analysis. The potential usefuIness of Meyer's framework was 

demonstrated in this research. Further work could well iead to a better 

understanding of how to seek out influences emanating from various levels, and 

therefore potentially increase the explanatory value of  observations which can 

be made about specific organizational situations of interest. 



Concludina Remarks 

Research in an institutional vein builds on work began in the sixties which 

introduced the open systems concept to organizational research, and 

highlighted the importance o f  the social and cultural environment. Some of the 

appeal of that perspective is its attempt to incorporate the wider contextual 

forces. However, this broad view also leads to some uncertainty, as one can 

never be certain, in a world of multiple and competing influences, that the ones 

which appear to have been salient were the only ones, or indeed, perhaps even 

the most important ones. So, although the intent of institutional analysis is not 

instrumental in the uçual way, in some sense the usefulness o f  an institutional 

view can in a more general sense be assessed by whether the understanding 

gained by doing an institutional analysis can help managers and stakeholders 

move forward in their endeavours. The emphasis in the health field today is 

very rnuch on evidence based decision making. Institutional theory takes a very 

non-instrumental approach. It will be interesting in the future to determine if an 

institutional analysis c m  contribute to the effective management o f  

organizations. 

- 

lnsofar as it is valid to consider the legitimacy of one structural component, Le. 

the involvement of lay members in research (and perhaps other ) related 

decision making in health care, it would be good t o  examine the involvernent 
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of lay rnembers in other institutionalized systems which typically do not include 

them. Further research into this aspect would contribute to the development 

of a "cultural account" to increase common understanding of the participation 

o f  individuals affected by a particular disease. 
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APPENDIX A: LIST OF ABBREVIATIONS 

BClC 

CBCA 

CBCF 

CBCN 

CBCRI 

CCS 

CGAT 

HC 

IOR 

NHRDP 

NClC 

Breast Cancer International Centre 

Canadian Business and Cunent Affairs (Index) 

Canadian Breast Cancer Foundation 

Canadian Breast Cancer Network 

Canadian Breast Cancer Research Initiative 

Canadian Cancer Society 

Canadian Genome Analysis and Technology (Program] 

Health Canada 

Interorganizational Relationships 

National Health Research and Development Program 

National Cancer Institute of Canada 



APPENDIX B: RESULTS OF ANALYSIS OF CANADIAN BUSINESS AND 
CURRENT AFFAIRS INDEX 1988-1 993 

Societal Meaninci Svstems as Reflected in the Plint Media 

In order to  examine meaning systems inherent in discourse related to breast 

cancer and breast cancer research in Canada, it is helpful to have a general 

overall sense of what  is being discussed in newspapers and magazines. The 

purpose of exarnining the index was to answer in a general sense how breast 

cancer and breast cancer research was being presented through this medium. 

Because the number of articles related to any one topic in a partikular year was 

sometimes limited, as a general practice, titles were examined for two year 

periods 1988-89, 1990-91, and 1992-93. 

One thousand, six hundred and seventy two titles were identified when the 

following search terrns were used on the Canadian News Index 1988-1 993: 

Breast cancer, cancer-research, women-health aspects, women's rights, 

alternative medicine, herbal medicine, medical research-government aid, 

medical research-finance science-government aid, and science-government 

relations (Figure B. 1 ) . - 



228 

Figure B. 1 : Number of Headlines by Topic and Year in Canadian News Index 

CODE 7988 1989 1990 1991 1992 1993 Total 

Breast Cancer 

Cancer-Research 

Alternative Medicine 

* Two subcategories were used: Government aid and finance. 

A Two subcategories used: Government relations and government aid. 

37 

33 

O 
1 

Women's Rights 

Women-Health 
Aspects 

Medical Research" 

ScienceA 

This appendix first includes a summary of the nature of the discourse related 

to breast cancer and then provides a surnrnary o f  the discourse related to  

3 Herbaf Medicine 

cancer research as reflected in the Newspaper Index. Le. using headlines from 

seven major daily Canadian newspapers. Utilizing the newspaper data, general 

trends and the presence of various stakeholders in the media reports were 

noted. Subsequently. periodicals targeting specific audknces (e.g. physicians. 

scientists, wornen) were examined (using the Canadian Magazine Index) to 

examine the nature of discourse within these specific target audiences. 
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Nature of the Discourse Related to Breast Cancer 

General Overview, 

It can be generally said that breast cancer, per se, has becorne more 

newsworthy in the period under study. In 1988, breast cancer accounted for 

-02% of the titles (200,780 titles in total were indexed that year) in the entire 

Canadian Index. While still representing a small proportion of  the total, this 

percentage had risen to -18% by 1994. The total nurnber o f  articles indexed 

in the Canadian Index was 21 0,988 in 1994. This trend was apparent in both 

the News and Magazines Indexes. Even if the total proportion of  articles related 

to breast cancer had not increased it is reasonable to believe that the chances 

of any one individual reading about breast cancer would be greater. Assuming 

that the number of articles that any one individual can attend to  in a period of 

time is finite, the chances of them reading about breast cancer is increased, 

simply due to the fact that there is in absolute terms, a great many more 

articles about breast cancer. (48 in 1 988 compared with 391 in 1994). Whiie 

it is fair to say that both the number of articles on breast cancer and the 

proportion of articles which are about breast cancer has increased, it is perhaps - 

more instructive to examine the nature of the content of those articles. 



230 

Within the headlines coded to breast cancer, the topics most cornmonly 

referred to were research, treatment, and etiology. There appeared to  be a 

preoccupation with understanding the causes o f  breast cancer. This interest 

was constant across the six year time span, although these headlines 

represented a lower proportion o f  articles in later years. Many articles referred 

to such things as the relationship o f  diet (fibre and fat), alcohol intake, or 

pollution (DDT, chorine, PCBrs) to the incidence of breast cancer. These titles 

were alrnost always factual and neutral in tone. Research and treatment were 

also very common topics. Although the percent o f  all titles speaking o f  research 

and treatment rernained about the same, this in fact represents a large increase 

in the actual number of  articles. In the 1992-93 tirne period there were 267 

articles in total, compared with less than 100 in each of  the preceding t w o  year 

time periods. One of the reasons for increased research related articles in 

1992-93 include problerns with a large breast cancer screening study, which 

resulted in a variety o f  criticisms and rebuttais to the criticism. This was 

noteworthy in professional publications as well as the public media. For 

example, headlines read: 

Mammograms don't reduce deaths: study (P20:36) - 

a Breast x-ray study faulted: method flawed, expert warns (P20:28) 

a Doctor defends marnrnograms: study raises radiologist's fears 

(P20:29) 
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Study criticidng mamrnography is flawed, radiologists argue 

(P20:45) 

In addition, there was a large study initiated to test whether a drug (Tarnoxifen) 

could prevent the development of breast cancer. This study called for the 

recruitment of thousands of women volunteers, so there were numerous 

articles describing the study and seeking volunteers across the country. Of 

note, for the first tirne, a report of a psychosocial research project was reported 

"Confiding in friend helps with breast cancer, study: social support prolongs 

life, researcher says" (P21:37). One could conclude that breast cancer research 

is growing as an area o f  interest in Canada. 
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Figure B.2: Breast Cancer r i e s :  Selected Codes for Three Time Periods 

Stage 
Prevention 

# Titles Coded to 
Breast Cancer 

Tone 
- Light 

1988-89 

90 

- Screening 

- Coping/Living 

- Palliation 

- Negative or 
Critical 

II - Hapeful 

1990-9 1 

98 

8 (-09) 

1 (-01) 

O 

11 Alternative Therapy 1 O 0 

1992-93 

267 

II Health Services 1 7 (-08) 1 8 (.OS) 

20 (-20)  

3 (-03) 

O 

Psychosocial O O 4 (-01) 

Research 1 8  (-20) 20 (-20) 5 7  (-21) 

69 (-26) 

4 (.01) 

O 

II Stakeholder 
Perception 

II Stakeholder Role 1 7 (-08) 1 1 5 ( . 1 5 )  1 4 3 ( . 1 6 )  

" Number of tities with this code. *Proportion of al1 titles in that time period. 

Societal Issue 1 (.O?) 
C 

6 (.06) 
- - - 

6 ( -02)  



A Stakeholder Pers~ective about Breast Cancer 

Because of the stakeholder perspective inherent when taking an institutional 

perspective, it is of interest to consider the profile of the various stakeholder 

groups of  interest in the media. Also of note is the fact that articles rnentioning 

a particular stakeholder increased in prevalence over the six year time period. 

In the earliest tirne period. 1988-89, the role of a particular stakeholder or a 

perception of a stakeholder was mentioned in only 13 articles, and it was 

predominantly "expertsn that were being cited (Figure B.2). There were slightly 

more references to stakeholders in 1 9 90-9 1 , when scientists or researchers, 

doctors or Doctor's professional organizations, or individuals (often a medical 

doctor or scientist) were referred to as comrnenting on various topics. 

Scientists work in isolating cancer genes was often mentioned, and a variety 

o f  stakeholders commented on the breast implant issue. For example: 

a Meme implant safe, Canadian Medical Association says (Pl 9: 1 9) 

a American company closes Meme unit (P l  9:24) 

a Ottawa rnight have erred on Meme testing officiai adrnits (P l  9:36) 

Meme breast implants safe, maker says: risk of getting cancer 
from foam implants is negligible ( P l  9:52) 

There was a substantive change in articles which included a stakeholder 

perspective in the most recent time period (1 992-93). Over half of the articles 

including mention of a stakeholder mentioned either individual women or 
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women's groups. Politicians and the government were still a commonly noted 

stakeholder, with experts (doctors and others), researchers and private 

companies having a lower profile. This prominence of the woman's voice, or 

that of groups representing women, is new to this index. This is somewhat at 

odds with the low profile that pressure groups traditionally have in public media 

(Hansen, 1 991 ). 

The reported actions of  stakeholders with a higher profile in earlier time periods 

remain in the same vein. Government "pledges funds", "targets breast cancer" 

and doctors "defend rnammograms". Scientists, although only referred to in 

two articles, were "uneasy over patient activitiesn and were "worried about al1 

the publicity". Wornen were being constructed as far from neutral actors. Their 

actions were reported as being reftective of strongly held positions. Headlines 

read: 

O Breast cancer fight t o  get $25 million; women's groups demand 
survivor involvement (P20:3) 

a Breast cancer: the killer won't quit. so women are turning to 
tactics of confrontation (P20:41) 

Women mobilize over killer disease (P20:70) - 

a Canadian women shun cail for volunteers in test o f  drug (P20:72) 

a Women angered by medical care in breast cancer: support group 
wants emphasis on early detection (?20:75) 



Womenrs lobby running out of patience with medical response 
(P20:76) 

a Fighting for action on breast cancer (Breast Cancer Action) 
(P20: 1 17) 

In addition to  the rather strident tone refiected in these headlines, there was a 

theme of women wanting to bring talk about breast cancer ou t  into the open. 

They wanted to "take the whisper out of talk about breast cancer", and they 

"rejected suffering in silencen. Contributing to this theme were reports o f  an ex- 

model becoming a "breast cancer pinup girln when she appeared naked on a 

magazine cover ("Putting everybody in the picture: magazine-cover photo of  

breast-cancer victim baring the scars lifts veil on  what it meansn P21:69). 

Ln addition t o  the emphasis on women as stakeholders, there was one 

indication of a perceived difference between survivors and activists ("Patient 

activists turn up spotlight - both scientists and survivors are worried about al1 

the publicity" P21:l 1). Also appearing for the first tirne, was a reference to 

alternative therapy. Cancer patients " praised alternative treatments" and "carrot 

cocktails and white knights" were cited by suwivors of breast cancer. Suwivors 

opinions were given voice. - 



lncreasina Critical Voice About Breast Cancer 

During the time period of  the study, there was an increasing proportion of 

headlines with a negative or critical tone. Generally speaking, about half of al1 

titles were neutral in tone, that is, they presented findings of some description, 

without presenting either a hopeful or critical perspective. For example: 

Age critical in deciding between therapies (P l  7:50) 

a Study links pi11 to breast cancer (Pl 7:47) 

a No direct link found between pill, cancer (P l  7:53) 

a Drug to be studied as alternative to women having mastectomies 
(P20: 1 00) 

a Groups urge "lumpectomies" in fight against breast cancer 
(P20:59). 

There were approxirnately twice as many titles with a negative or critical tone, 

compared with those that were hopeful or progress oriented. Negative or 

critical articles in the earliest tirne period (1 988-89) were primariiy about breast 

implants in addition to  controversy about the relationship of certain risk factors 

(alcohoi, diet) to  breast cancer. In the more recent time periods, the topics - 

under discussion in the negative or critical articles was broader. Implants were 

still topical, and screening became more and more a topic of conflicting and 

controversial articles. By 1 992-93, a t  least half of the articles on screening for 
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breast cancer were negative in tone. Much of  the controversy about screening 

was focused on  the desirability and results o f  screening younger women (under 

50 years of age). Although there is and has been general agreement that 

screening for breast cancer in women over 50 reduces mortality, this pamcular 

perspective was not  reflected in the headlines. In addition to the controversy 

surrounding screening, a broad range of  topics was involved: health care 

system ("Cancer patients told to pay travel costs" P21:67); risk factors (diet, 

chernical pollutants, ethics ("Marketing mammograms: advertisements by 

companies that rnake money from the procedure stir controversy over ethics' 

P l  9:72) 

In addition, in 1 992-93, as previously mentioned, women and wornenrs groups 

were more apparent in article headiines, and it sometimes was a critical stance: 

O Breast cancer fight to  get $25 million: women's groups demand 
suwivor involvement (: 20: 3) 

a Breast cancer: the killer won't quit, so women are turning to  
tactics of confrontation (P20:41) 

a Women's lobby running out of  patience with medical 
response.(P20:76) 

O Breast cancer action group rejects suffering in silence, starts 
advocacy campaign. (P20: 1 1 2) 
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ln the two earlier time periods, headlines claimed that linle overall progress was 

being made in breast cancer ('Breast cancer incidence at highest reported level" 

Pl 6:38), but in 1992-93. this statement was being challenged ("Breast cancer 

epidernic just a statisû'cal iIiusionn (P2 1 : 1 1 1 ). 

Phases of  Cancer 

There was increased ernphasis on the screening phase of cancer, compared 

with earlier (prevention) or later (coping 1 living with cancer, or indeed 

palliation). This was in large part due to  a plethora of articles reiating to a large 

breast cancer screening study which was ongoing, and subsequent references 

to some aspect o f  that. There was controversy surrounding that study, and also 

in that tirne period, screening prograrns were initiated in several provinces 

(Campbell, 1990). Articles often referred to a specific program in a particular 

geographical location. 



The Nature of the Oiscourse Related to Cancer Research 

Overview 

Similar to  breast cancer, cancer research has gained a higher profile within the 

Canadian lndex overall. There has been a steady increase in the proportion of 

the total entries which relate t o  cancer research (Figure B.3). Again, they 

represent a very small proportion of the total, but  there has been a steady riçe 

in the proportion from -04% to  -1 3% in the Canadian News lndex and from 

.03% t o  -1 8% in the Canadian Magazine Index. 
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Figure 8.3: Cancer research Mes: Selected Mle codes for three time 

periods 

# Titles coded as 
Cancer Research 

Stage - 1 3' (.O3lA 
Prevention 

- Screening I o  I U.01) I 7(.04) 

Tone 
- Light 

- Coping/Living 

- Palliation 

- Emotional 1 2 (-021 1 7 (-06) 1 8  

- Negative or 
Critical 

O 

O 

- Hopefui 1 21(.24) 1 29 (-25) 1 42 (.22) 

Alternative Therapy 1 O 

O 

O 

Biology 1 17(.20) 1 24 (.20) 1 17 (-09) 

1 (-01) 

O 

Etiology 1 10(.11) 1 1 1  (-09) 1 33(.17) 

Health Services 1 O 1 1(.01) 1 0  

Psychosociai 1 2(-021 1 1(.01) 1 1(-01) 

Research 1 32 (-37) 1 44 (-37) 1 53 (-27) 

Treatment 1 16(.18) 1 22(.19) 1 48 L25) 

Stakehoider 1 41-04) 
Perception 

Stakeholder Rola 1 4 (.04) 

Societat Issue 1 0  1 5(.04) 1 3 (-02) 

* Number of titles with this code. ^Proportion of all titles in that time period. 



In 1 988-89, there were 89 articles related t o  cancer research. Biology, etiology 

and basic research were the predominant topics. Laboratory based research 

focused on viruses, antibodies, and vaccines, with some reports o f  genetic 

aspects. Studies concerned with the etiology o f  cancer examined such things 

as the influence of radon, power lines and beer. 

As with al1 time periods examined, Terry Fox was a predorninant feature o f  

cancer research reporting. The tenth anniversary of Terry Fox's epic occurred 

in 1990, but  in every single year there were numerous articles referring either 

to the event itself ("Terry Fox runs get under way as most Canadians 

siurnber"), or to effects o f  that run ("Fox fund pays of f  for U o f  C research"). 

The name Terry Fox is synonymous with cancer research in Canada. Another 

theme in stories related to this young man focused on the spiritual aspects of 

his story ("Terry's spirit still guides researchersn). 

There was quite a lot o f  media attention paid to  the awarding of the Nobel prize 

in 1989, as the award caused debate among international researchers. The 

headlines: 
- 

Two US cancer researchers given Nobel medical prize (P35:5) 

a French to  protest US Nobel award (P35:ô) 



Nobel choice fuels debate: who did research. and does it stand 
up? (P35:7) 

Nobel panel sticks to decision not to honour French scientist 
(P35:lO) 

During 1990-91. the predorninant topics were generally the sarne, with 

genetics taking a somewhat higher profile in  the laboratory science field, as 

genes Iinked with several types of cancer (kidney, colon) were identified and 

genetic engineering became a topic of  interest. A new topic that resulted in 

many articles was the discovew of a substance found in a tree which grows in 

British Columbia, that may be useful for treating cancer. The discourse around 

this substance (taxol) covered many aspects. as the use of the yew trees, in 

which the substance was found, was a concern on many fronts. 

O Pacific tree offering hope in cancer fight (Pacific yew tree) (P37:3) 

Battle over yew tree pits hurnan life against forest Iife (P37:33) 

O Yew exports continuous lawyers Say: trade agreement would 
prohibit restriction of  anti-cancer drug bark (P37:42) 

Breast cancer victim angry about export o f  yew bark (P37:44) 

Yew-tree drug to  be tested on  300 cancer victims (P37:50) 

- 

Research into causes o f  cancer continued, with research being discussed which 

examined the influence of things such as food (Le. cabbage), oil well fumes, 

and electromagnetic fields. The interest and involvement of private firms was 
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that sunscreen ingredients are Iinked t o  cancer. There were some articles that  

were critical o f  the systern as a whole, or some specific aspects ("Prostate 

cancer overtreated. researchers say"; "Costly cancer drug overused, study 

says"). A report which apparently took stock of current progress in a global 

sense resuked in several fieadlines: 

Losing the war on cancer (P39:79) 

Science is failing in the battle against cancer. report says (P39:80) 

Fight against cancer a failure: focus on prevention, report urges 
(P39:82) 

Researcher promotes prevention: wonder cure elusive after 40 
years as mortality rates continue to  rise (P39:85) 

Gloomy cancer report answered: expert says war against major 
killer still far from won (P39:89) 

Other aspects which contributed to a rather more negative perspective were 

references to a senior executive in a cancer agency being fired, and difficulty 

working on an experiment funded by the (US) National Aeronautics and Space 

Administration. References to money and finances were relativeiy stable 

throughout the 6 year time span, appearing in about 10% of al1 titles. 

References to  money raised during Terry Fox runs were alwayç present, and the 

remaining often referred to large amounts of  money ("$380,000 t o  cancer 

agency for drug development; $25 million t o  fight against breast cancern) or 

money granted for perhaps novel projects (Le. gene therapy). In one instance 
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a substantial amount of money was apparently pledged to  study a new 

convenience in people's lives, the cellular phone ("Cellulars safe, study says: 

industry association to  spend up to $30 million examining cancer scare"). 

The quest to  understand the causes of cancer from the "He exposure" 

perspective continued, with reports o f  studies considering, for example, anti- 

depressant drugs, chlorine, coffee, halogen lights, high fat diets, alcohol, 

herbicides, cellulars, vasectomies, radiation, and exercise. The quest to  

understand cancer at the rnolecular and cellular level focused on genetics and 

vaccines, in large part: 

a MD'S make vaccines using cancer tumours (P38:20) 

a Guarding chromosomes: potent gene halts cancer by stopping cell 
mutation until damage repaired (P38:25) 

a Genes and drugs pack one-two punch for  deadly cancer (P38:47) 

Radioactive antibodies attack cancer (P39:32) 

a Cancer vaccine trials to begin within year (P39:104) 

a Eternal life: cells have one genetic program that makes them die, 
and another that can make them live forever (P39:l Ti). 

Clinical research overlapped somewhat with basic research, with gene therapy 

and vaccine trials, for example. Reports on clinical research, however, focused 
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overwhelmingly on drug research, as opposed to any other type of  cancer 

treatment: 

Acadia prof's cancer drug begins human trials in US (P38:7) 

Cancer agency tests drug developed by local Company (P38:13) 

Anti-depressant drugs Iinked to tumour growth:research in 
Manitoba, Saskatchewan prompts federai probe of medications 
(P38:30) 

Breast cancer drug trial set: Manitoba part of 20-year study 
(P38:61) 

New cancer drugs helps fight infection: Chernotherapy patients 
benefit (P38:76) 

New drug testing procedure offers cancer patients hope: McGill 
researchers develop technique (P38:77) 

Experimental cancer drug tried on girl (interleukin-2) (P39:31) 

Scientists fight cancer's drug resistance (P39:6 1 ) . 

By contrast, there were no articles reporting on research related to  the other 

t w o  major types of treatment for cancer: radiation therapy and surgery. 

There was one headline which addressed the issue of  tobacco and prevention 

("Ways to  curb young women's smoking studied" P:6r4-619). This was only 

the second reference to tobacco in the six year time period. 



A Stakeholder Perspective 

Examination o f  the headlines frorn 1988-1 993 related to  cancer research, 

taking a stakeholder perspective, revealed that  scientists were the predominant 

stakeholder mentioned. In 1988-89 scientists " wondered ", "saw", "predicted", 

"claimedW and "hoped". National interests (France and USA) were evident in the 

debate over the awarding of the Nobel prize for medicine. In 1990-91, the 

range of stakeholders mentioned was much broader, including companies 

(Kellogg, drug companies), government (whose role in approving drugs was 

highlighted, as well as their role in the yew bark issue), and Universities. One 

headline referred to utilities addressed a societal issue ("Shock waves: utilities 

get serious about links between electromagnetic fields and cancer P37:492- 

496). 

In the moçt recent time period (1 992-93), the "experts" in science and research 

were still the predominant stakeholder profiled, but  they were as Iikely t o  be 

referred to  as "researchers" in this time period, as "scientists". The same 

stakeholder groups as in the preceding time period were represented, and 

women (in their patient role and otherwise) appeared as a stakeholder group for - 

the first tirne: 

a Canadian women shun cal1 for volunteers in test of drug (P38:32) 



The politics of breast cancer: some scientists uneasy over patient 
activism (P39:9) 

a 2.6 million signatures presented to Clinton in breast cancer plea 
(P39: 1 9). 

Stakeholder Views in Targeted Periodicals 

To gain further understanding about the topics under discussion within major 

stakeholder groups (as compared to media targeting the general public), 

periodicals targeting three groups o f  interest (medicai community, women, 

scientists ) were exarnined. The sarne search terms as described earlier were 

used within each of the stakeholder groups6. What follows is a general 

ovewiew o f  the type and nature of discourse within these three stakeholder 

groups. 

Examination of  the titles or articles in periodicals targeting the medical 

cornmunity7 for the first two time periods (1 988-89,199O-9I ) indicated that 

the articles were predominantly ciinical in orientation, with an ernphasis on 

clinical management and etiology of breast cancer. There were a couple o f  

'8reast cancer, cancer-research, alternative medicine, herbal medicine, 
medical research (government aid and finance), science (governrnent relations 
and government aid) 

'Canadian Medical Association Journal, Canadian Family Physician, 
Contemporary OWGYN, Canadian Journal of Dermatology, Canadian Doctor, 
Canadian Journai of Public Health. 
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articles in each of the two early periods on non clinical topics, in the earlier time 

period, these looked at physician attitudes and practices; in 1990/91 period 

there were a couple of articles on breast implants and on the psychosocial 

effects of treatment. 

What the Medical Cornmunitv Said About Breast Cancer: 

There was a three fold increase in the volume of articles relating to  breast 

cancer in the 1992/93 time period, due largely to publication o f  results and 

ensuing controversy relating to  the National Breast Screening Study (NBSS). 

This was a study of many years duration involving 90,000 healthy women and 

many centres across the country. There were critics who felt the study was 

flawed, and others who cautioned readers that those who critiqued were 

speaking from a particular bias. In addition to the articles related to  the NBSS, 

there were articles representing a broadened perspective Le. that of a patient 

perspective and also one reporting that activists were calling for more research. 

What the Medical Community Said About Cancer Research 

- 

On the topic o f  cancer research, there have been considerably more articles in 

the more recent tirne periods. In 1988-89, anicles were exclusively related to  

traditional rnedical topics i.e genetics, etiology. In 1 990-91 there were 
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considerably more articles. most of which were still related to  treatment, 

etiology and genetics. There were several articles however, related to  health 

care system perspectives, such as community based care, collaboration with 

US for research purposes, and new facilities. Interorganizational aspects, 

either for the purposes o f  providing community based care, or for collaboration 

on research was a theme of two  o f  these articles (Kaluzny, 1 99 1 ; Staff. 1990). 

During 1992-93, virtually al! of  the articles were related to clinical aspects o f  

cancer. Many articles in both the Canadian Journal o f  Dermatology and 

Canadian Family Physician were related to various types of  skin cancer. For 

some reason. skin cancer was a predominant focus in these years. Two 

articles. one related t o  pain control, and one addressing communication 

between farniIy doctors and cancer specialists were the only ones not related 

to clinical or basic science aspects of treatment and cancer. 

The overwhelming majority o f  articles was related to clinical aspects of 

womenrs health. There were no titles coded to women's rights issues. and the 

only non-clinical titles in the medical literature were related to book reviews 

which it might be reasonable to expect that female patients may be reading (Le. 

Deepak Chopra, Open Season P126). - 

In 1990-91 it appears as though one journal (Canadian Medical Association 

Journal) took a panicular interest in alternative medicine. Alternative medicine 
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was apparently not  coded by the database owner prior to 1990 (a fact which 

itself says something about the level of  societal interestlattention to the topic), 

so one could think perhaps, that there had been a historic emphasis, and it just 

wasn't coded. However, in 1992-93, the level of interest apparently fell right 

off, with the number of articles related to  herballalternative medicine falling t o  

3 from 17 which were published in the focal journals in 1990-91. It would 

appear there was a concerted emphasis on alternative therapies in the early 

nineties. During these two years, there were articles on a wide variety of  topics 

related to alternative therap y. The articles covered many different perspectives 

Le. specific type o f  alternative therapies (hypnotherapy, ayervedic medicine, 

leeches); frequency of use of  alternative therapies; experience in other 

countries; practitioner profilesrand in one case, the reason (chronic pain) why 

individuals might seek alternative therapy. 

Physicians (as this was the  primary target audience for these journals) 

apparently see themselves as having a very circumscribed role which is 

primarily based on a one to one relationship with their patients. There is 

minimal dialogue in medical publications on societai issues or concerns which 

impact on women's health. Within the medical community, there was - 

environmental conflict. Doctors (and scientists) were fighting among 

themselves. For whatever reason, the journal door appeared to be open t o  other 



perspectives relating to  breast cancer. 

extended to  the research domain as well 

Publications targeting physicians include p 

to the disease in question, (either f rom a t 

etiologylepidemiology perspective) or t o  

limited articles related to symptom contrc 

could reasonably be expected to play a I 

related aspects, two of  which referred t o  

The rnedical community was willing to tak 

based look a t  alternative therapies. They 

time, and then apparently the interest wa 

it and didn't like it, or whether the intent 

topic on their agendas, and then to  return 

What the Scientific Communitv Said About 

The discourse attributed to the scientific cc 

titles targeting those with a particular int  

skewed in that Science News apparently 

'Scientific American, Science News, C 
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owner prior to  1993. Breast cancer did not appear as a topic at a11 unti1 1993, 

at  which time al! 1 2 titles were from Science News. 

The articles related to cancer research are overwhefmingly basic science / 

genetics, and some drug work (interferon). In 1990-91 one article reported on 

a new (basic) science group that had been initiated. In 1993, one article in 

Science News was critical of alternative therapy "Sharks do no t  get cancer: 

cartilage cure relies on wishful thinking". Acknowledgernent o f  alternative 

therapy was also evident in an article which declared: "Holistic therapy collides 

wi th reductionist science". With virtually no exceptions in these publications, 

cancer research appears to have a very restricted connotation. 

What Wornen's Periodicals Said About Breast Cancer and Cancer Research 

Women are the other stakeholder group of interest. Two Canadian magazines 

targeting primarily women (Chatelaine and Canadian Living) were used t o  

assess articles targeting this group. There was a huge increase in interest in 

breast cancer in 1992-93. In 1988-89 Chatelaine did t w o  articles on pros and 

cons (debating) of treatment and mammography. In 1991, Canadian Living said - 
rnarnmograrns are one's best hope for beating the odds, and in 1 992-93 there 

were 5 english language articles. The two magazines took opposing views on 

mammography in 1993. Canadian Living advocated getting mammograms, and 
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Chatelaine still presented a level of uncertainty about the issue (To screen or 

not t o  screen?). In the women's periodicals, there was one article on cancer 

research (a new test for lung cancer developed in British Columbia) and one 

article coded by the Database owner to alternative medicine which spoke of 

relieving pain without medication. 

There were relatively more articles related to womenrs health aspects in general 

than either cancer research or breast cancer. In 1988-89 discussion of  gender 

differences in health 1 illness predominated. In 1990-91 doctors were the 

object of criticism (Six diseases your doctor may miss; Hormone replacement 

therapy: is it for every woman. or just every doctor??). There were several 

articles on specific health topics (honeyrnoon cystitis; menopause, heart 

attacks) and a continuation of the questioning attitude (ive. Hysterectomy 

alternative) but in 1992-93 a couple of articles deferred t o  doctors as the 

experts (Doctors recommend .. . A doctor-approved guide). 

Wornen's health is a common topic in women's magazines. Titles related to the 

topics of interest in this study show a focus on breast cancer, compared with 

other cancers, but that the predominant topic (i.e. screening) carries messages 
& 

that are far from clear for women who may be interested. Screening was the 

main topic under discussion related to breast cancer and breast cancer 

research, and there was debate. Physicians were often referred to in health 
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related amkles, sometimes in a questioning or critical vein, and sometimes were 

deferred to as experts. Research (medical or scientific) did not receive any 

attention, to speak of, nor did alternative therapy, other than from the 

perspective of seeking alternatives to drugs for pain control. This may also be 

a retaliation against the (over)use of drugs by physicians and women, as much 

as an emphasis on alternative therapies. 
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APPENDIX C: DATES OF MEETINGS OF CBCRI COMMITTEES FROM 
INCEPTION TO MAY 1996 

Steerïng and Liaison 
Cornmittee 

Management 
Cornmittee 

Meeting in Ot tawa re 
breast cancer research 
funds 

First formal meeting 

II 1 Feb. 5 Second meeting 
-. - - 

Third meeting II 1 March 4 

1 May 29 First meeting 

II 1 June 26 Fourth meeting Second meeting 

Fifth meetinq Third meeting 
- .  - - 

Sixth meeting 
- - .- 

Fourth meeting 11 1 994 1 March 5. 6 

Seventh meeting Fifth meeting 

II ( Sept. 9.10 Eighth meeting Sixth meeting 
-- -- - 

Seventh meeting Ninth meeting 

Tenth meeting Eighth meeting * 

II 1 June 9-10 Eleventh meeting * Ninth meeting * 

II 1 July 24 

Tenth meeting * 

1 Dec. 7.8 Eleventh meeting * 

Thirteenth meetingA* 

Fourteenth meeting.^* 

Twelftti meeting * 

* Researcher attended (Telephone information only re 12th Management 
Meeting) 

* Teleconference. 



APPENDIX D: MEMBERS AND STAFF OF M E  STEERING AND LlAlSON 
AND MANAGEMENT COMMITTEES OF THE CANADIAN BREAST CANCER 

RESEARCH INITIATIVE , 1993-1 996 

Asselbergs, Ms. Maaike # 
Executive Director, Programs and Planning 
Canadian Cancer Society 
Toronto, Ontario 

Beatty, Dr. J. David # 
Executive Director 
National Cancer lnstitute of Canada 
Toronto, Ontario 

Begin, The Honorable Monique - 
Dean, Faculty of Health Sciences 
University of Ottawa 
Ottawa, Ontario 

Bell, Dr. Cindy # 
Deputy Director 
Medicai Research Council o f  Canada 
Ottawa, Ontario 

Bouchard, Dr. Francoise # 
Preventive Health Services 
Health Canada 
Ottawa, Ontario 
(Alternate for Dr. Stachenko) 

Bourque, Ms. Ninon 
Director Generâl of Communications 
Ministry of  Fisheries and Oceans 
Ottawa, Ontario 

Branton, Dr. Philip - 
Department o f  Biochemistry 
McGiII University 
Montreal, Quebec 



Brisson, Dr. Jacques A 

Epidemiology Unit 
Centre de Recherche 
Hopital du St.-Sacrement 
Ouebec City, Quebec 

Buehler, Dr. Sharon * 
Faculty of Medicine 
Mernorial University of  Newfoundland 
St. John's, Newfoundland 

Buick, Dr. Ron (Deceased) # 
Ontario Cancer Institute 
Toronto, Ontario 
(NCIC Board member) 

Cantin, Dr. Jacques # * 
Past President, Canadian Cancer Society 
Montreal, Quebec 

Capon, Ms. Donna A 

Borden and Etliot 
Toronto, Ontario 

Cox, Mr. Leslie 
President, Breast Cancer International Centre 
Eto bico ke, Ontario 

Degner, Dr. Lesley A 

St. Boniface General Hospital 
Research Institute, 
Winnipeg, Manitoba 

Eaves, Dr. Connie A 

B.C. Cancer Research Centre 
Vancouver, British Columbia 

Fitch, Dr. Margaret - 
Toronto-Bayview Regional Cancer Centre 
Toronto, Ontario 

Friesen, Dr. Henry # 
President, Medical Research Council o f  Canada 
Ottawa, Ontario 



Goodwin, Dr- Pamela A 

Mount Sinai Hospital 
Toronto, Ontario 

Jeans, Dr. Mary Ellen # 
Director General, Extramural Research Programs Directorate 
Health Canada 
Ottawa, Ontario 

Knoppers, Dr. Bartha Maria - 
Universite de Montreal 
Montreal, Quebec 

Lamont, Ms. Dorothy, C.E.O. * 
Canadian Cancer Society/ National Cancer Institute o f  Canada 
Toronto, Ontario 

Laracy, Ms. Frances A 

Conception Bay, Newfoundland 

Levine, Dr. Mark - 
Hamilton Regional Cancer Centre 
Hamilton, Ontario 

Liao, Dr. Louise 
Research Program Director 
Canadian Breast Cancer Research Initiative 
Toronto, Ontario 

Ling, Dr. Victor A 

B.C. Cancer Research Centre 
Vancouver, British Columbia 

Lithgow, Ms. Jennifer 
Program Administrator 
Canadian Breast Cancer Research Initiative 
Toronto, Ontario 

Lundgaard, Ms. Els - 
Government of Yukon 
Whitehorse, Yukon 



Margolese, Dr. Richard A 

Sir Mortimer B. Davis Jewish General Hospital 
Montreal, Quebec 

Murphy, Dr. Leigh - 
University o f  Manitoba 
Winnipeg, Manitoba 

O'Connor, Dr, Annette A 

School o f  Nursing 
University o f  Ottawa 
Ottawa, Ontario 

Paterson, Dr. Malcolm A 

Director, Molecular Genetics Program 
Cross Cancer Institute 
Edmonton, Alberta 

Picard, The Honorable Madam Justice EIlen A 

Court of Queen's Bench of Alberta 
Edmonton, Alberta 

Shoush, Ms. Bronwyn Cole A 

Matheson and Company 
Edmonton, Alberta 

Simard, Dr. Rene A 

Rector, Universite de Montreal 
Montreal, Quebec 

Slotin, Dr. Louis # 
Scientific Officer, Medical Research Council o f  Canada 
Ottawa, Ontario 

Smith, Dr. May # 
Health Canada 
Ottawa, Ontario 

Stachenko, Dr. Sylvie # 
Director, Preventive Health Senrices 
Health Canada 
Ottawa, Ontario 



Wosnlck, Dr, Michael # 
Director, Research Programs 
National Cancer lnstitute of Canada 
Toronto, Ontario 

# Çteering and Liaison Cornmittee 
A Original Member, Management Committee 
- Member of  Management Committee appointed as other members retired 



APPENDIX E: CODES USED IN CBCRl ANALYSIS 

1. Actions 

ACT-individual 
ACT-Meeting Process 
ACT-NOS 
ACT-Organization/Group 
ACT-Roles 

2. Concepts/ Topics 

CO N-Agency 
CON-Alt. Therapies 
CON-Boundary spanning 
CON-Canada unique 
CON-Cancer - unique 
CON-CBCRI Future 
CON-Changed views 
CON-Communication 
CON-Comparisons, contrasts 
CON-Conservatism 
CON-ControIlPower 
CON-Decision making 
CON-Definition 
CON-Gender 
CO N-Govern ance 
CON-IOR Aspects 
CON-Jargon/Language 
CON-Media important 
CON-Money important 
CON-Peer review 
CON-Political 
CON-Pu blic Opinion 
CON-Relationships 
CON-Research process 
CO N-Science/Researc h 
CO N-Tensionfernotion 
CON-Timing 
CON-Uncertainty/Hesitation 
CON-US influence 
CON-Women's Health/Issues 



3. Context 

CTXT-AI D S 
CTXT-Atmosp here 
CTXT-Environment 
CTXT-Even t 
CTXT-History 
CTXT-Societal 

4. Policy Decisions/Directions 

D-Admin. Strategy 
D-Create CBCRI 
D-Cte Structure 
D-Financing 
D-Membership 
D-Policy - NOS 
D-Research Agenda 
D-Survivor Involvement 
Decision influences 

5. Institutional Concepts 

IT-BeIief 
IT-lsomorphism 
IT-Norm 
IT-Rules 
tT-Value 
IT- Means-ends Relationship 
LEG - CBCRI Positive 
LEG - Lay involvement 
LEG - NOS 
LEG - Pos or Neg feeling 
LEG - Private Sector 
LEG - Questions 
LEG - SeIf interest 



6. Stakeholders 

SH-Advocates 
SH-Funding agency 
SH-Govt. interest 
SH-ldentity 
SH-Private Sector 
SH-Public 
SH-Scientists 
SH-Special interest groups 
SH-SUNÏVOTS 

7. Emerging Themes 

TH-Basic science vs. other 
TH-Breast ca. vs- other ca 
TH-Science vs. another paradigm 
TH-Survivor versus 'others' 
Ti-6unrivors vs- suwivors 
TH-Uncertainty makes way for change 

8. VoicelOpinon About Topics 

V/O Re CBCRI 
V I 0  Re GrouplOrg. 'x' 
V/O Re SurvivorslLay 
V/O Re: AdminIPolicy 
V I 0  Re: Event, project 
V/O Re: Physicians 
V I 0  Re:Scientists 



APPENDIX F: CONSENT FORM 

(University of  Calgary Letterhead) 

Research Project: A Systemic Network in Health Care: Stakeholder 
Influence on Policy. 

i n ~ e ~ g a t o r :  Judith Birdsell (PhD Candidate) 

This consent form, a copy of which has been given to you to keep, is only part 
of the process of  informed consent. It should give you a basic idea of what the 
research project is about and what p u r  participation will involve. If you would 
like more detail about sornething mentioned here, or information not included 
here, you should feel free to ask. Please take the time to read this carefully. 
Participation in this study is completely voluntary. You may dedine to be 
interviewed or to withdraw from an interview a t  any time. 

Purpose o f  the Study: This study is being done to  increase understanding of the 
processes involved when several organizations work together to deliver a 
program of rnutual interest. The specific focus is how stakeholders of a specific 
domain influence policy decisions relating to that domain. and the basis for that 
influence. The purpose o f  this study is to develop theory related to this 
process. You have been asked to participate because you are a key participant 
in the Canadian Breast Cancer Research Initiative, which is the 
interorganizational initiative under study. 

Who will benefit from this srudy? The results of this research may help 
organizations to  understand how to do a better job of delivering programs in 
conjunction with other agencies. The results will contribute to theory 
developrnent in the area of processes involved in systemic networks 
(interorganizational initiatives including several participants that are involved in 
delivering a cornplex program). 

What does agreeing to pa~icr;Oate mean? If you agree-to participate, it rnay 
require approximately one hour of your tirne for up to  three different occasions 
over a one year period. Although the first interview will hopefully be in person, 
subsequent intewiews may be done over the telephone. In addition, you agree 
to the presence of the investigator as a participant observer at cornmittee 
meetings of the CBCRI. It is not expected that participation in this study will 
entail any physical, psychological, social, or legal risks for you. 



Confr'dentiafity: Information collected during interview(s) and field notes written 
as a result o f  participant observation will be kept confidential by storing 
identifying information separately from the interview information and field 
notes. Agencies involved will be given pseudonyms as well. When the analysis 
is done, the source of information will be reported in a generic sense only i.e. 
from "senior personnel", or "document", or "employee". If it is deemed 
necessary to describe cornments in such a way that identification o f  an 
individual MAY be possible, then specific consent from that individual will be 
acquired prior to the report being published. Names will never be used; 
however, due to the nature of the initiative under study, and the relatively 
limited nurnber o f  people involved, and the professional profile o f  the 
participants, it is acknowledged that a reader knowledgeable about the health 
care research milieu in Canada, may well be able to  determine identities o f  
participants due to the context of the study. 

Storage o f  Data: Interview data and field notes will be transcribed (without 
identifying information and using pseudonyms for agencies) as soon as possible 
after the event. Source documents (handwritten notes) and a file iinking 
anonymous codes with original source will be kept in a locked file cabinet to 
which only the investigator has access, as will other documents collected 
during the course of the research. Relevant parts o f  documents will be scanned 
into the electronic database, with identifying information rernoved. Access to 
the electronic database will be given to individuals only for the purpose of 
completing this research or other research for which the lnvestigator is directly 
responsible. Original handwritten field notes and interview data will be 
destroyed as soon as the electronic file is complete and backed up. Documents 
collected for the purposes o f  this research will be kept in a secure location and 
will be disposed of after a period of five years. 

Reporting to Participants: Participants will receive information at  several points 
during the research. After an interview is completed the participant will receive 
a copy of the summary of the interview and have the opportunity to confirm 
that the summary reflects what was said. In addition, regular reports will be 
provided to CBCRl relating progress on research. Prior to final writing of the 
report, participants may review as much of the report as they wish, but  
specifically, those sections where it MAY be possible to  identify a respondent 
will be forwarded to that individual for approval. 

- 

Pest Study Communication: If the participants so wish, results of the research 
will be shared with participants of the CBCRl in a format agreeable to both 
parties. In addition, the investigator is willing t o  participate in a meeting to  
discuss the implications of findings for the management of the CBCRl or similar 
initiatives. 



Withdrawhg from the Study: Individuais rnay decline to  be i n te~ iewed ,  or t o  
withdraw from interviews a t  any time. Participant observation o f  the 
investigator a t  cornmittee meetings o f  the CBCRl may be terminated by a 
decision o f  the Steering and Liaison Cornmittee and the Management 
Committee of the CBCRI. 

Your signature on this form indicates that you have understood to  your 
satisfaction the information regarding your participation in the research project 
and agree to participate as a subject . In no way does this waive your legal 
rights nor release the investigator, sponsors, or invoived institutions from their 
legal and professional responsibilities. You are free to withdraw from the study 
a t  any time. Your continued participation should be as informed as your initial 
consent, so you should feet free to  ask for clarification or new information 
throughout your participation. If you have further questions concerning rnatters 
related to this research, please contact: 

Judith Birdsell, M.Sc. 
Principal lnvestigator 
PhD Candidate 

Wiifred Zerbe, P h 0  
Supervisor 
Management of Organizations and 
Human Resources 
(403) 220-7 1 42 

In addition, if you have any questions concerning your participation in this 
project, you may contact the Office of the Vice-President (Research) and ask 
for Karen McDerrnid 403 220-338 1. 

Narne of Participant: 

Signature: 

Date: 

Piease return Consent Form to: 
- 

Judith Birdsell 
Management o f  Organizations and Human Resources 
Faculty o f  Management, University o f  Calgary 
2500 University Dr. NW 
Calgary, Alberta T2N 1 N4 
Phone or Fax (403) 229-9370 



APPENDlX G: POLICY DIRECTIONS IDENTlFlED BY INFORMANTS 

II Policy Direction/ Decision Rïmary Text 
Mentions Source 

II Montreal Forum 1 3  

II Membership - inclusion of survivors 

- Inclusion of variety 4 96,52.81,58 

Research Agenda 1 $. Alloc. 2 52.54 

- Spend more than have 4 94,82,61,78 
I 

- More balanced agenda 3 83.67.54 

- Specific topic 4 76.94,62.96 

II - Fil1 gaps 1 1  1 62 

II - Target funds/RFA 

- Higher success rate 2 76.1 O 0  

II Partnership - Decision to join forces 1 2 1 

Strategy - NClC managed 1 

- Peer review 4 73,86.75.61 

II - Funds to non- 
university 

II - AI1 grants to CBCRI 1 3 1 94.76.56 

- New panels 3 78,98,71 

Cornmittee Structure 4 71.73.86.81 
- -  - - - - - - -- 

Process - 

- Open door for cornmunic. 1 88 

II - Funnel to focus efforts 1 1 1 88 

II - Lay work on task forces 1 1 1 82 

1 Five year tirne span 2 61,100 

II New rnoney potential I real 1 2 1 82,67 



i i v r n w i  L V M L U M I  I U I Y  

TEST TARET (QA-3) 
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C , Rochester. NY 14609 USA 
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