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ABSTRACT

In 1993 The Government of Canada allocated 2.7 million dollars to fund five Breast Cancer
Information Exchange Pilot Projects for five years. The Ontario Breast Cancer Information
Exchange Project (OBCIEP) is one site of this innovative approach to linking breast cancer
stakeholders and women with breast cancer and coordinating available information sources to
improve access to information about breast cancer for women. their families and health care
professionals. Formative evaluations are conducted to leam from a novel program such as the
OBCIEP. This paper outlines a collaborative approach to evaluation using qualitative methods
and analyses The results of the evaluation are discussed in tenms of community psychology and

evaluation theory and practice, as well as the historical roots of the women’s health movement
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iv
PREFACE

I think that it is important for the reader of this document to understand 1y
connection with the subject of breast cancer and how I became involved in this research
The beginning for me was facilitated by my involvement with a faculty that encouraged
students to pursue academic goals that were personal in nature. Through a process of’
networking with many committed individuals, I eventually became connected with
Sunnybrook Health Science Centre and Toronio-Sunnybrook Regional Cancer Centre
which host the Ontario Breast Cancer Information Exchange Project. I feel the
opportunity to conduct a process evaluation in collaboration with the Project membership
has not only allowed me to apply and expand my community psychology skills, but to
delve into an issue that has haunted myself and my family. My mother has lost two sisters
to breast cancer. In our family, the disease appears early and is aggressive. I have always
been aware of the etfect the loss of my aunts has had on my grandmother. and the risk
passed along to my mother. Ihave always ignored however, the effects that being in a
high risk vracket for breast cancer has had on me. While the primary purposes of this
research were to provide practical input to the OBCIEP and to complete a Master’s level
thesis. it also served to raise my awareness of issues related to breast cancer. In doing so,
I have faced fears and been comforted by the dialogue that is occurring around action on

this disease.



INTRODUCTION

Breast cancer rates for Canadian women are the highest in the world except for women
living in the United States. These rates vary across the country ranging from the low in
Newfoundland to the highest in British Columbia (Gaudette. 1993). Improved screening
techniques and resulting early diagnosis may be partially responsible for an increase in survival
rates for women with breast cancer (Goel, 1993). Of every four women diagnosed with breast
cancer, three will survive at least five years (Gaudeite, 1993). Although survival rates have
improved over the past decade. death rates have risen. Furthermore, rates of new incidences

for breast cancer have had their greatest increase over this same period (Goel, 1993).

In September 1991. 'fhe Standing Committee on Health and Welfare, Social Affairs,
and the Status of women of the Canadian Federal Government commissioned the sub-
committee on the Status of Women to direct its efforts towards a study of breast cancer and
breast implants. With regards to breast cancer, the goals mvolved raising awareness of the
disease and tracking research dollars spent within the country. Chaired by Barbara Greene,
M.P., the sub-committee's report was published in June 1992 with the title, Breast Cancer:
Unanswered Questions. Two miajor findings were clear from <his report. First, that serious
knowledge and information gaps exist at various levels along the continuum of illness
experiences for the individual woman with breast cancer and oncological specialists. Second,
that the sub-committee was unable to determine how much money is being spent specifically on

breast cancer research in Canada. The individuals responsible for this poignant document stated
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that they began to see themselves as "activists” as a result of this work (Greene, 1992 p.2) An
official government response to the document and its forty-nine recommendations was
requested within one hundred and fifty days. Three of the recommendations (#'s 10, 27, 28)

pertained to "Centres of Excellence" for breast cancer.

In December of 1992, Benoit Bouchard. Canada’s Federal Minister of Health,
responded on behalf of the federal government to Breast Cancer:Unanswered Questions, The
Government Response to the Fourth Report of the Standing Committee on Health and
Welfare, Social Affairs. Seniors, and the Status of Women on Breast Cancer outlined three
important financial expenditures which supported the sub-committee's recommendations. First,
twenty million dollars was allocated for breast cancer research over a four year period
Secondly. the federal government would fund a national workshop to discuss the state of
affairs of breast cancer in Canada. Thirdly, there was a commitment made to support five
"Centres of Excellence" or Breast Cancer Information Exchange Pilot Projects across the

country for a five year period.

The significance of the second and third expenditures is that they incorporated an
acknowledgment of the need for consumers to be involved in social action around the issues of
breast cancer. Breast cancer stakeholders in North America have voiced their concemns and
have used research and organization as advocacy tools. While the need to address inadeguacies
in our health care system through collaborative efforts with consumers is not new (Canadian

Cancer Society, 1991; Greene, 1992), financial expenditures for this purpose have not occurred



in the past with respect to breast cancer. The National Forum on Breast Cancer (NFBC) held
in Montreal, Quebec in the fall of 1993 was the first instance of such funding. The Forum set
out to explore four theme arcas: Research: Prevention and Screening: Treatment and Care:
and Support, Advocacy and Networking. A major purpose of this Forum was to engage
women with breast cancer. researchers, volunta:y -orkers, lobbyists, health care providers.
policy makers and private scctor representatives in dialogue in an cfft..i to lay the foundations
for resource mobilization and the formation of effective partnerships (NFBC final report.
1993). In essence. the NFBC was a siep towards acknowledging the toll that breast cancer
has taken on our families and our communities. It provided a significant catalyst for social

action about breast cancer in Canada.

The second commitment by the federal goverment to collaboration for breast
cancer is through the federal funding of 2.7 million dollars over five years to five Breast Cancer
Information Exchange Pilot Projects. Breast cancer stakeholder organizations across the
country submitted proposals to host the projects. In the end, pilot projects were established in
five regions: namely, Atlantic Regjon. Prairies and the Northwest Territories Region, British
Columbia and Yukon Region, Quebec Region. and Ontario Region. Each region has developed
its own set of objectives to respond to the respective regional needs. Each is working to
achievc the objectives set out by the Disease Prevention Division, Systems for Health
Directorate at Health Canada. These include:

e 1o assist persons living with breast cancer, and their families, care givers, and those
at risk of contracting breast cancer in making informed decisions about a variety of
concerns related to breast cancer

o further our understanding of the feasibility and effectiveness of various information
strategies



e encouraging partnerships among all those inyvohved in the collection and
dissemination of breast cancer information (Health Canada, Breast Cancer
Initiative, Summer 1995),

In essence. the projects are working to address the issue <hat women and other
stakeholders have identified as iruportant. It is a novel funding approach desigued tor
information sharing. The Ontario Breast Cancer Information Exchange Project serves the
Ontario Region. It is housed at the Toronto-Sunnybrook Regional Cancer Centre (T-SRC()
and hosted jointly by the T-SRCC and Sunnybrook Health Science Centre (SHSC) Its
organizational structure includes a Project Team, Executive Committee and an Ady isorv Paned
The Pane! consists of representatives from over twenty-five breast cancer stakeholder
organizations in Ontario. Over fifty per cent of the positions on the Advisory Panel ure
occupied by breast cancer survivors It is the body that is respronsible for settine the strategic
direction for the Project.

The OBCIEP exists axs an infrastructure which Iinks the many organizations that have a
role in breast cancer in Ontario. They are not a front-line provider of but are designed to be a
catalyst for cooperation and concerted planning around the disease for stakeholder
organizations in Ontario. They provide neutral ground for organizations to exchange
information about each other's mandates. activities. and resources This central connection,
which was previously lacking in Ontario. is a communication network that hopes to avoid
duplication of efforts and fill informational gaps regarding breast cancer that still exist for
women, their families aud health care providers. The OBCIEP objectives acknowledge the

role of its partner organizations as the front-line providers of breast cancer information in



Ontario and its unique role as a catalyst among the existing organizations. The objectives that
gouide the OBCIEP include:
o facilitating easy access to state-of the-art, user-friendly information regarding breast
cancer ard other breast concems
¢ serving asa catalyst for cooperative activity regarding exchange of information
about breast cancer and other related concerns
+ filling identified ;xps, when appropriate, in collaboration with partners
The day to day activities of the Project include maintaining communication with the
stakeholder organizations in order that they remain connected to the Project. Thi- is necessary
so that the representatives are able to participate in setting the strategic direction at bi-annual
A.dvisory Panel meetings. The Project also plays a role in raising awareness about the on-going
roles, activities and resources of the Project partners. This is accomplished in large part by the
publication of a newsletter twice a year and information bulletins (Appendix 3). OBCIEP
activities designed to identify or fill identified gaps in information are accomplished through

workgroups which consist of Advisory Panel representatives, Project Team members and

students.

Due to the unique nature of the pilot projects and the enthusiasm and hope that has
been placed on collaboration/stakeholder consortiums as a means towards making gains with
regards to social action on breast cancer, evaluation is mandatory. Program evaluation offers
the opportunity for assessment and feedback in a timely fashion for the purpose of program
1mprovement, accountability, and/or assessing its efficiency and effectiveness. Formative
evaluations are designed to assist the programs themselves by measuring criteria of interest and

thee progrant's goals and objectives (Posavac and Carey, 1992). For this purpose to be achieved



however, the program must be evaluable (Rutman, 1977), and the methods used to assess
processes or outcomes must be designed appropriately. The overall goal of program
evaluation is more simply, to improve the quality of client centered services (Posavac and
Carey, 1992). In order to gain knowledge about an innovation like the OBCIEP, formative
evaluations that focus on how members perceive the facets of the organization are useful

(Dearing, 1994).

A formative evaluation of the Ontario Breast Cancer Information Exchange Project
serves three distinct purposes. The first two purposes were desired by the OBCIEP. First, it
provides an opportunity for OBCIEP stakeholders, especially breast cancer survivors to voice
their views about how the Project is doing, and provide input about Project activities and foci.
Second, it provides the Project itself with practical information at the mid-point of its funding
period that will highlight successes, identify perceived weaknesses, and help plan future
directions. Third, it contributes to the available literature about collaborative action research for
the discipline of Community Psychology. The discipliae of Commmumity Psychology offers an
ideal paradigm for conducting program evaluations in the health care sector. Most appropriate
when discussing women’s history with health care and traditional medicine, it offers the
opportunity for consumer empowerment through the conducting of collaborative evaluations
that provide practical feedback to the program itself and the clients served (Patton, 1990;
Parlett and Hamilton, 1976, in Patton, 1990). The paradigm offered by this discipline is ideally

suited to evaluating the functioning of a unique stakeholder consortinm which provides an



infrastructure for the exchange and diffusion of health information in an effort to empower

consumers and catalyze action around breast cancer.



LITERATURE REVIEW

Community Psychology

In addition to serving distinct purposes for the program itself. the formative evaluation
of the OBCIEP was developed into a Master’s of Arts thesis in Community Psychology. It is
useful to understand the academic training and background offered by this discipline in order to
appreciate its appropriateness for conducting this research project. The development of
community psychology as a separate and distinct entity within academic psychology developed
during the 1960's as a result of the growing unrest within the discipline. Particularly the case
with clinical psychology , there was a concem for the lack of attention to socio-environmental
factors which contribute to community mental health crises (Heller and Monahan, 1977
Serrano-Garcia, Lopez and Rivera-Medina, 1987). Issues of concern during the sixties included
an over reliance on, and unproved effectiveness of, mental health treatment facilities and

psychotherapy in meeting the needs of consumers (Hcller and Monahan, 1977).

Community psychology as a discipline evolved from many directions within academia
mcluding, psychology, sociology, social work, and anthropology. Its specific roots can be
traced to a conference held m May 1965 in Swampscott Massachusetts (Heller and Monahan,
1977, Serrano-Garcia, Lopez and Rivera-Medina, 1987). Community psychology maintains a
mmlti-disciplinary focus to this day. This has been beneficial because it makes a variety of tools
and approaches available to practitioners who are committed to working towards social change

by resisting the status quo (Serrano-Garcia et al, 1987). This inter-disciplinary history



however, may partially contribute to the fact that comnmmity psychology is still fmding its way

as it tries to articulate the values and ethics which are to guide research and action.

In 1980 the Canadian Psychological Association formally recognized the sub-discipline
of community psychology (Walsh, 1988). This occurred at a time when community psychology
in the United States was undergoig an identity crisis of sorts. Although there is evidence that
there are distinctions between Canadian and American versions of the discipline (Walsh, 1988),
the American influence on Canadian academics is very real. As the American arm of
community psychology was struggling to identify its niche and articulate its purpose, the
influence on areas of theory, practice and research were felt throughout North America

(Rappaport, 1981).

The primary distinction between community and other areas, especially clinical
psychology in the 1960's was a shift from treatment and rehabilitation to a focus on prevention
(Heller and Monahan, 1977). In 1981 Julian Rappaport stated that it was because the discipline
had not moved beyond its focus on prevention that it had become stagnant. His belief was that
the term prevention carried with it the connotation of "need” as opposed to "rights" for
individuals. Furthermore Rappaport felt that prevention also carried with it the suggestion of
“professional experts as leaders" (Rappaport, 1981). In place of prevention an empowerment
model was proposed to reviialize the discipline and re-focus research ei¥orts. The suggestion
was to move beyond the narrow sphere of mental health and work towards proactive

collaboration with "whole" individuals and comnmities (Rappaport, 1981). Empowerment
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nowever, has been a troublesome term for community psychology due to the difficulty n
specifying its definition.

The concept suggests individual determination over one's own life and

democratic participation i the life of one's community...psychological sense of

personal control or influence and a concem with actual social influence,

political power and legal rights (Rappaport, 1987, p. 121).

Practitioners of community psychology offer an ecological perspective which looks at
individual, small group, and community levels of analysis and intervention. The challenge to
this approach involves remaining focused on the positive aspects of menial health and fostering
skills to emphasize community strengths. In order to do this there must be an awareness and
avoidance of the negative connotations associated with viewing psychological well-being from
a pathological standpoint (Heller and Monahan, 1977). This is especially true when carrying
out interventions with populations who have been adversely affected by the inequitable
distribution of socio-economic, political, and legal resources. Through collaborative efforts
with consumers, community psychologists can work to facilitate the conditions for individuals
to have the opportunity to empower themseives through peaceful and democratic means. To
ensure a more equitable research relationship between academics and consumers, community
psychology has come to use participatory or collaborative research approaches where "the
people studied make decisions about the study format and data analysis"(Reinharz, 1992). In
order to be effective and appropriate, community psychology researchers must be committed
to applying their skills through collaborative research efforts if they are to return power to our
communities and avoid the connotations of control that are associated with the professional

label.
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Perhaps the way around, as well as towards, a definition of empowerment is to engage
in research such as that of John Lord and D'Arcy McKillop Farlow. They have explored the
suggestion (Kieffer, 1984, in Lord and Hutchison, 1993) that in order to help define the
phenomenor of empowerment which is described as "the process whereby people move from
being dependent and powerless to feeling a sense of control and participatory
competence"(Lord and Farlow, 1990), we must study individuals, and groups of people, who
feel a sense of control over their life situations and the ability to deal with societal
circumstances. In the absence of an agreed upon "phenomenon of interest” for community
psychology, as well as in the wake of the debate as to whether or not such a construct is
necessary (Rappaport, 1987). community psychologists attempt to forward the discipline
through the conducting of value-based research that is useful from both a practical and a
theoretical standpoint. Such work is termed action research.

Action research is based on a cyclical process whereby the researcher carries

out the investigation. applies the results through a planned intervention, and
then follows this up with an evaluation (Serrano-Garcia et al, 1987)

Evaluation
The purpose of applied research and evaluation is to inform action, enhance
decision making, and apply knowledge to solve human and societal
problems... The art of evaluation includes creating a design and gathering
information that is appropriate for a specific situation and particular decision-
making context (Patton, 1990, pp. 12-13)
Michael Patton defines evaluation as "any effort to increase human effectiveness

through systematic data-based inquiry" (Patton, 1990, p. 11). When this "examination of

effectiveness is conducted systematically and empirically through careful data collection and



thoughtful analysis" (Patton, 1990, p.11), it is called evaluation research. The social sciences
expanded the art of human service evaluations in the 1960's as a result of the need to assess the
effectiveness, and to some extent monitor the many government-sponsored social programs
that were proliferating in North America. Programs characteristically were aimed at assisting
individuals and families in lower socio-economic stratas. Large expenditures towards
mnovative human and social service projects mandated assessing the utility and effectiveness of
such programs (Posavac and Carey, 1992). The term effectiveness however. is multi-faceted.
The challenge faced by social scientists was to develop evaluation methods that were suited to
assessing the processes and outcomes of human service programs without relying on the
historical tendency of assessing success exclusively by monetary retum. Appropriate evaluation
research was to include indicators of program success that acknowledged societal priorities

such as ndividual and community health and happmess. (Posavac and Carey, 1992).

Qualitative Methods

When an evaluation study is appropriate (Rutman, 1977) and desired, it is imperative to
apply the most suitable research method. While quantitative and qualitative methods of data
collection are not mutually exclusive in evaluation studies, one, or a combination, might be
most appropriate to a given situation. Qualitative methods are especially suited to evaluation
research when the focus is not on the program's desired outcomes, but on its processes (Patton,
1990). Process evaluations are designed in order to take a more in-depth look at program
activities and desired outcomes, as well as informal details of the program such as stakeholder

interactions (Patton, 1990). There has been an evolution in skilled evaluation techniques which
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have moved away from purely scientific methods applied by professionals, to a more
collaborative, organization-centered approach. Some assumptions of qualitative research
include; a commitment to understanding people and programs within their own context; that
the inquiry will be non-intrusive and focused on what is naturally occurring in the program; and
finally, it is assumed that the strengths and weakmesses of the program will emerge from the
inductive analysis of the qualitative data which is obtained in a personal manner (Parlett and
Hamilton (1976), m Patton, 1990). In order for these three assumptions to be fulfilied, the
process of evaluation must be truly collaborative from beginning to end. The evaluator,
stakeholder groups, and the program itself must have shared values and purpose in order for an
effective qualitative research process to develop.

Participatory evaluation...a process controlled by the people in the program or

community. It is somethinz they undertake as a formal, reflective process for
their own development and empowerment ( Patton, 1990, p 129).

Qualitative Methods - Tools

Qualitative methods permit the evaluator to study selected issues in depth and
detail (Patton, 1990).

The open-ended interview is one method of data collection that permits evaluators to
study selected issues in depth and detail. A basic approach involves the use of standardized
questionnaire guides which delineate a sequence of questions to be asked of research
participants. The intention of this tool is to ask each interviewee each of the questions in the
same words and sequence (Patton, 1990). The limitations imposed by standardized open-ended

interview protocols involve reducing the "flexibility and spontaneity” (Patton, 1990, p. 280) of
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participant responses. The advantages however, include reducing the opportunity for

interviewer bias to be introduced and easing the process of data analysis.

Qualitative Methods - Analysis

Because each qualitative study is unique. the analytical approaches used will be

unique (Patton, 1990, p. 372).

Data analysis is facilitated through the use of standardized open-ended interviews since
the delineated questions are organized according to the topic areas that are of interest in the
evaluation (Patton, 1990). Where the program evaluation mvolves initerviewing multiple
stakeholder groups with the same interview protocol, cross-case analysis can be a useful
method for organizing the emerging data. Cross-case analysis involves incorporating responses
from different people, or groups of people, to individual questions or simply analyzing
participants' differing perspectives according to the specified topic areas. The data is then
organized according to emergent themes which describe important program processes such as
decision making and communication. Collaboration between the evalt. “tor and program
stakeholders ensures that issues of interest are identified and assessed. Qualitative data
collection and participatory evaluation techniques result in studies which provide practical

information and serve to humanize social science research (Patton, 1990).

Women's Health Movement
Yet another significant example of social change that occurred in the 1960's involved

the growth of a movement among women that challenged male-centered societal values. In
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particular, the women's health movement gained momentum throughout the 1960's to reject a
patriarchal system of health care that focused on disease and abnormality, rather than women's
experience of health and illness (Cogswell and Amdt, 1980). Through organization,
questioning, and articulating needs, the rights of professionals to make unchallenged judgments

(Posavac and Carey, 1992) was yet again being scrutinized.

Information

The quest for health information was central to the women's health movement. The
movement of the 1960's and early 1970's is characterized by a number of activities aimed at
improving the health status of women. The goal of the movement was to regain control of
health by regaining knowledge of women's bodies which have been historically relinquished to
the male dominated medical establishment through societal structures and medicalization
(Koehler-Reissman, 1983). "Consciousness-raising” activities such as developing a body of
literature, discussion of herstories, and various attempts to demystify the language of scientific
medical knowledge were used to facilitate the process of women regaining control over their
heaith, The women's health movement has laid the foundation for advocacy around breast
cancer. Women and their families have clearly articulated their need and desire for pertinent
and timely information and input into health decisions. Prior to presenting at the NFBC, the
Support, Networking, and Advocacy (SAN) sub-committee surveyed breast cancer survivors
for their views on their experiences with information on treatment, care and diagnosis, and their
needs for support, networking and advocacy. Of the 2272 questionnaires distributed to

treatment centres, support groups, Canadian Cancer Societies and through informal networks
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throughout the country. 1150 women responded rating the importance of the information they
received at diagnosis and their satisfaction with that information. It was indicated by these
respondents that the types of information they wanted most was about their medical condition.
the possible physical effects of cancer. treatment options and their side effects. The next group
of information that was most sought by women at the time of diagnosis was about relieving
physical discomfort, being able to talk to other women with breast cancer. information on dict
and nutrition, mformation on available services, and where to go for information (SAN. 1993)
Lussier and Martel of Vie Nouvelle, a Montreal-based self-help group for people with cancer.
heir families and friends, participated in a poster session at the NFBC which indicated that of
the 204 respondents to their 1990 needs assessment, 68.6% of the clients said they did not get
enough information about their medical condition (Lussier and Martel, 1993). The need for
current and timely information is in the fore-front for women from the earliest stage of
diagnosis through to recurrence and palliation (Canadian Cancer Society, 1991). In many
cases women with breast cancer are unsure where to get the information they need (OBCIEP
Consortium, 1993).

The problem today is less a shortage of knowledge than a shortage of capacity to
sort and select knowledge from all that is readily available (Eveland, 1985, p.3).

The OBCIEP as Innovation

An innovation is “an idea, practice, or object that is perceived as new by a unit of
adoption” (Rogers, 1983, in Eveland, 1985, p.3) and a “departure from the status quo”

(McKinney, Bamsley, and Kaluzny, 1992, p. 284). The “essence of diffiision is change”
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(Eveland. 1985, p. 8), making diffusion theory a form of social change theory in which the
innovation is accepted or adopted because it is the “right thing to do™ (Dearing, 1994, p.23).
The history of the academic study of diffusion of innovation dates back to the 19407s and has
multi-disciplinary roots not unlike those of community psychology. The focus of diffusion of
innovation research in the past has focused more on variables related to the adoption of an
innovation. Novelty is inherent to innovation. The success of a new approach which is gauged
by diffusicn and adoption, will be facilitated if the mnovation is in touch with the needs and
values of potential adopters, and does not differ too radically from the established way of doing
things (Zaltman, Duncan. And Holbek, 1973, in McKinney et al. 1985). The success of an
innovation depends on the diffusion of the ideology of the innovation (Dearing. 1994. p.24).
While the focus on innovation adoption has produced much valuable research and scholarly
debate, for the past decade diffusion of innovations models and research have focused more on
the implementation of innovations (Dearing, 1994). James Dearing, a communication theorist
specializing in diffusion theory and research states that the shift in focus for diffusion of
innovations research has occurred due to a need to reflect on “what the diffusion of innovations
model has, and has not taught us about social imfluence and change in modern societies™

(Dearing, 1994, p.3)

It is important to understand the development of an imnovation in order to learn from it.
Since the success of an innovation is often a long-term prospect, assessing its effects are
difficutt. if not impossible (Dearing, 1994). Formative evaluations are well suited to studying

the implementation of an innovation because by using proximate measures of behavior changes
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that are related to the processes, you glean information about innovations that are not fully
developed or implemented (McKiuney et al, 1992). This information can be used for feedback

or remvention purposes, while also contributing to innovation diffusion theory (Patton, 1977, in

Eveland, 1985).

The establishment of five federally funded Breast Cancer Information Fxchange Pilot
Projects is considered an innovation . As a collective whole they have been established to
facilitate networking awong breast cancer stakeholders and prevent the duplication of efforts
The Ontario Breast Cancer Information Exchange Project (OBCIEP) with its regional
perspective is an innovation that seeks to provide an mfrastructure for information exchange
among breast cancer stakeholder organizations in Ontario. The hope is that through this
structure, mformation about breast cancer will be shared and diffused throughout the province
through OBCIEP partner organizations. It is valuable to evaluate the processes by which the
OBCIEP is operating at its mid-point in order to learn how this unique pilot program has been

implemented and operating to date.
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OBCIEP PROGRAM DESCRIPTION

Background

It is important to note that a coordinated effort among breast cancer stakeholders was
cited by Bouchard, as the most constructive way to address the knowledge and research
inadequacies uncovered by the sub-committee on the Status of Women (Greene, 1992). The
National Forum on Breast Cancer (NFBC) was the first time that breast cancer survivors sat
down with oncological "experts" to discuss the issues. The Information Exchange Pilot
Projects were created with this same vision in mind. Breast cancer stakeholder organizations

across Canada submitted proposals to host the projects.

In Ontario, a breast cancer stakeholder consortium was formed in May 1993 to
prepare and submit the proposal to receive funding from the federal government, Department
of Health Canada, to operate the Ontario Breast Cancer Information Exchange Pilot Project.
The consortium consisted of five representatives from the Toronto-Sunnybrook Regional
Cancer Centre and Sunnybrook Health Science Centre (an Oncology Nurse Researcher, RN,
Ph.D.; Medical Coordinator of the Breast Screening Program, M.D.C.M; A psychologist,
Ph.D, C.Psych ; A Health Promotions Manager, M.S.; And an Assistant Administrator,
MH.Sc), and representatives from twelve partner organizations: Alliance of Breast Cancer
Survivors, Bayview Support Network, Canadian Breast Cancer Foundation, Ontario Division
of the Canadian Cancer Society, Centre for Health Promotion at the University of Toronto,

Community Hospice Association of Ontario, National Council of Jewish Women, Ontario
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Breast Screening Program, The Volunteer Network of the Ontario Breast Screening Program,
Ontario Public Health, YMCA and OCTRF Division of Epidemiology and Statistics. What
became clear to the proposal development team was that Ontario was in a rather unique
position relative to other Canadian regions in that a variety of breast cancer stakeholder
organizations were already established. It became apparent however, that these organizations
were not communicating with one another which had resulted in the duplication of efforts. The
Ontario Project made a concerted effort to design its role not as another front-line provider of
services, but as a catalyst for cooperative activity among existing organizations to avoid the
duplication of efforts and fill gaps in information. The submission was successful. The OBCIEP
Advisory Panel has been increaseds to include other organizations than the original partners

that have a role in breast cancer (Appendix 2).

Goals and Objectives

The ultimate goal of the Pilot Projects, as defined by Health Canada, is:

to assist persons living with breast cancer and their families, caregivers, and
those at risk for developing cancer in making informed decisions about a
variety of concerns relating to breast cancer.

The OBCIEP works to achieve this goal by operating in accordance with its program

objectives which include:

e facilitating easy access to state-of-the-art, user friendly information regarding breast
cancer and other breast concemns

e Serving as a catalyst for cooperative activity regarding exchange of information
about breast cancer and other related concerns

o filling the gaps, when appropriate, in collaboration with partners
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Organizational Structure

The Ontario Breast Cancer Information Exchange Project consists of three primary
organizational bodies and work groups which encompass the program's personnel resources
(Appendix 1). Work groups are established as necessary to enlist membership participation in

specific projects or activities.

The Advisory Panel consists of thirty representatives from all of the breast cancer
stakeholder organizations who are partners in the OBCIEP, many of whom are breast cancer
survivors. One family member also sits on the Panel. (Appendix 2). It is perceived as the
guiding force of the Project. Over fifty percent of the positions on the Advisory Panel are

occupied by breast cancer survivors.

The Project Team is responsible for the day to day operation of the OBCIEP. This
team is comprised of five representatives from the Toronto-Sunnybrook Regional Cancer
Centre, Sunnybrook Health Science Centre and a Project Coordinator. The Project

Coordinator is the one full-time staff person in the OBCIEP.

The Executive Committee is a link between the Advisory Panel and the Project Team.
It consists of the six members of the Project Team and five members of the Advisory Panel
who are breast cancer survivors. The Executive ensures input and guidance from the

survivor's perspective for the Project's operational activities.
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The OBCIEP is unique among its peer projects in that the operational services are
provided by a multi-disciplinary team. The "expertise” for the Project, however, is spread
among the Advisory Panel. Some of the general qualifications and experience provided by the

partuer organizations, breast cancer survivors and family members include:

e experience in delivering cancer care information to hard-to-reach, diverse
populations, liniing with community-based organizations, volunteer development

e experience with and knowledge of the breast cancer care system
e access to intended audience groups and experience with media relations
e experience with networking and social marketing
e expertise in information diffusion
e expertise in fund-raising and access to the corporate sector
Activities

The OBCIEP has organized its activities into three main themes. Different members of
the Project Team provide leadership for each theme area. The major activities for each theme,
and their desired outcomes, are outlined in the program logic model (Table I). The following
section identifies the foci of each theme. Note that “encouraging cooperation among

stakeholder organizations” as mention in Theme 1 occurs through all parts of the Project.

Theme I: Coordinating Breast Cancer Information

The activities within this theme relate to the linking of existing resources, and

encouraging cooperation among stakeholder organizations.



23
Theme II: Access to Information By Women and Their Families
The activities within this theme involve responses to gaps in breast cancer

mformation identified by women and their families.

Theme III: Access to Information by Health Care Professionals

The activities within this theme relate to overcoming the barriers faced by health

professionals in accessing state-of-the-art information about breast cancer.

Program Principles
All Project activities are guided by the program principles which include:

the Project is survivor-driven
Advisory Panel sets the strategic direction for the Project activities
the Advisory Pane] has Ontario-wide representation

the Project is a catalyst for organizations involved in breast cancer information
exchange, rather than a front-line service provider

Consumer Contact

The mdividual consumer can come into contact with the OBCIEP both directly and
indirectly. Although "Unanswered Questions" (Greene, 1992) originally conceptualized
Centres of Excellence along a "clearinghouse” model, this is not the direction that the Project
has chosen to take. This was a conscious effort based on the environment of Ontario which has
a number of breast cancer stakeholder organizations in operation, The OBCIEP has chosen to

be a catalyst for cooperative activity among these organizations rather than another front-line
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service provider. A person (whether representing himself/herself, or an agency) desiring
specific information regarding prevention, treatment, or emotional support may make a direct
"request for information" from the OBCIEP. In this case there would be a referral made to an
appropriate organization. This redirection maximizes the use of existing resources, and avoids
duplicating services that are already provided by the OBCIEP's partner organizations. It is
believed that the stakeholder groups within OBCIEP are best suited to know the various
diffusion strategies needed to reach the diverse intended audience groups which require breast
cancer information. For the most part, the majority of consurers come into contact with the
Project indirectly, through these organizations. For that reason, it is difficult to estimate the

numbers served by the OBCIEP.

Funding Sources

The OBCIEP is funded by the Health Services Directorate, Health Programs and
Services Branch, Health Canada. The funding period is five years, to be terminated March 31,
1998. The OBCIEDP, like the four other Information Exchange Pilot Projects, receive a total
finding amount of five hundred thousand dollars ($500,000) for five years. The Project
receives one hundred thousand dollars ($100,000) each yearin quarterly payments of twenty-
five thousand dollars ($25,000). The annual disbursement must be spent by year end, which is
March 31 of each year. Additionally, the host facilities, Toronto-Sunnybrook Regional Cancer
Centre and Sunnybrook Health Science Centre provide office space and facilities free of

charge. The project is eligible to apply for funding from other sources on an ad-hoc basis. The
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OBCIEP is committed to exploring the option of continuing the Project beyond the five year

commitment made by Health Canada, if so directed by the Advisory Panel.

Budget

The Advisory Panel is responsible for approving the activities and is briefed on the
projected expenditures. How the money is spent is operational, and therefore detailed
approvals occur at the Project Team level. Health Canada has relatively little input into the

spectfic direction or nature of expenses.
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PURPOSE OF THE EVALUATION

The overall goal of the mid-point evaluation is to assess the processes by which the
Ontario Breast Cancer Information Exchange Project is operating at the end of year two, of its
five year Health Canada funding period, and to determine if changes are required. In other

words, to answer the question "How is the OBCIEP doing"?

Objectives

The specified objectives of the evaluation are:

e to develop a better understanding of communication among OBCIEP stakeholders

e to assess the clarity with which the OBCIEP stakeholders view the Project, and
their role withm it

e to examine the Project activities and processes to date, and make future
recommendations

The goal and objectives were developed by the evaluator in partnership with the
Project Director and Coordinator. While the Advisory Panel had given approval to conduct a
mid-point evaluation at the previous Advisory Panel meeting, the entire membership had the
opportunity to approve the specified evaluation goals and objectives after an oral presentation
and brief discussion at the semi-annual meeting held on April 22, 1995, Four members of the
Panel self-selected to participate in a visioning and discussion roundtable with myself and the

Project Director regarding the mid-point evaluation.
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RESEARCH CONSIDERATIONS

Evaluability of the Program

According to Leonard Rutman, a program can be evaluated if and only if certain
criteria are met (Rutman. 1977). First, the program must be explicitly articulated. The Ontario
Breast Cancer Information Exchange Project is clearly articulated. Accurate mformation is kept
regarding project direction. Some of these records include:
keeping minutes of all Project Team, Advisory and Executive meetings
keeping a membership list and up-dated list of activities
developing a "Request for Information" form for tracking purposes

writing quarterly, and annual reports
budget updates

Second, the goals, and/or the outcomes of the program must be clear. The defnitive
aim of the project is clearly articulated. and outcomes have been stated. The Project Team and

the Advisory Panel are ultimately responsible for specifying project outcomes.

Third, a rationale should link the program to the stated goals and/or effects. The
activities and specified outcomes of the OBCIEP are consistent with the program objectives
(see Table I). It was concluded that the OBCIEP satisfied the preconditions for an evaluable

program.
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Research Challenges

A number of challenges to the evaluation process had to be identified and overcome:

Developing trust between the evatuator and the OBCIEP membership.

This was achieved in part by identifying that the evaluator and the stakeholders of the
OBCIEP shared the same values and vision for the evaluation. These links were enhanced by
practicing inclusivity in decision making and defining evaluation roles and responsibilities early

m the research process.

Maintaining consumer/stakeholder participation through all phases of the work.

The success of the formative evaluation was facilitated by having stakeholder
participation throughout the evaluation process for guidance and a check on relevance. The
consumers on the Executive Committee of the OBCIEP served as an informal evaluation
committee to the evaluator. Initial drafts of the methedology and mterview protocol were
circulated for input and approval by the Executive Committee. Other members of the Advisory
Panel had the opportunity to assist and advise at the semi-annual Advisory Panel Meeting,
This occurred as part of the "Round Table" agenda item of the April 22, 1995, Advisory Panel
meeting, Members self-selected to participate in a forty minute discussion and visioning

exercise with myself and the Project Director.
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Achieving evaluation goals within desired time period and within allocated resources.

The entire membership of the OBCIEP meets twice a year. This restriction on meeting
opportunities necessitated a research schedule which would have a draft of the mid-point
evaluation report ready for the November 18, 1995 Advisory Panel meeting. This allowed the
entire membership the opportunity to be presented with a written draft and hear an oral
presentation of the report, as well as review recommendations. Recommendations were also
reviewed with the Executive Committee and the Advisory Panel prior to inclusion in the final
evaluation report. Creative use of allocated time and resources to reach evaluation goals were
achieved by maintaining a close working relationship with the Project Director and
Coordinator. The process of data collection was facilitated by an enthusiastic and supportive

OBCIEP membership who efficiently scheduled interview times.

Ethical Considerations - Risks and Benefits

It was believed that there were no risks associated with the research. Participation in
the evaluation was entirely voluntary, and confidentiality was assured by the evaluator. Among
the benefits that participants may have gained as a result of their participation in the evaluation
included the opportunity to provide input openly and confidentially regarding the OBCIEP
structure, activities, and processes. Additionally, participants received a preliminary report
which included the Advisory Panel findings for discussion at the semi-annual Advisory Panel
meeting held on November 22, 1995. Formal Project recommendations received approval from
the Project’s Executive Committee and Advisory Panel prior to inclusion in the final evaluation

report.



30

Ethical Considerations - Confidentiality

All interviews were conducted by the primary researcher. Audio-tapes of the interview
sessions were transcribed by her, and erased subsequent to data analysis. At no time would a
participant's name be used in relation to the data in any discussion or report. Maintaining the
confidentiality of the Health Canada representative is inore difficult as she is identifiable as the
official liaison for the five Breast Cancer Information Exchange Pilot Projects. This participant
had the opportunity to review a draft copy of the OBCIEP mid-point evaluation report and

endorse or revoke her permission to use specific excerpts from her mterview.

Communication of Findings

Throughout the evaluation, the Project Director , Project Coordinator and myself
“checked-in" to update progress, incorporate interim feedback, and make necessary changes.
This assured that support for the evaluation was maintained through a collaborative research
relationship. The mid-point evaluation findings were communicated in a variety of ways. First,
a draft prelimimary report was circulated prior to the November 18, 1995, Advisory Panel
meeting so that participants would have the opportunity to discuss the Advisory Panel
research findings. Second, T presented the findings orally and discussed the process of
conducting the research at the semi-annual meeting. Finally, members received a copy of the

final report which included the accepted evaluation recommendations by mail in April 1996 .



METHODOLOGY

Design Considerations

The approach to the evaluation was guided by the nezds of the OBCIEP and conducted in

consultation with the Project Director and Coordinator as noted by the following:

1.

A variety of data pertaining to the OBCIEP were reviewed so that an
historical perspective on the Project was appreciated and its organizational
structure was understood. Included in these materials were such documents as
the original proposal to operate the Project, minutes of Project Team.,
Executive Committee, and Advisory Panel meetings, activity and resource
mformation kept by the Project Coordmator, and annual reports. The
objectives of the evaluation, time, and budgetary constraints did not allow for
in-depth, systematic analysis of these documents. The information contamed
however, was taken int» consideration when planning the evaluation and in
considering the emerging data during the analysis phase.

The mid-point evaluation was qualitative in nature. Due to the focus on
process, this mode of inquiry was deemed most useful.

The study took the form of a stakeholder approach to information gathering.
Data was collected from the Advisory Panel members, Executive Commiittee
members, and Project Team members, as well as a representative from Health

Canada. All thirty-six members of the OBCIEP were potential interviewees for
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this study. One hundred percent of the OBCIEP membership agreed to
participate and were interviewed for tue mid-peint evaluation.

4. The evaluation design evolved in collaboration with the Preiect Director and
Project Coordinator. Additional mput was sought on an ad-loc basis with the
OBCIEP Executive Committee and the Advisory Panel when feasible in order
to incorporate the input and suggestions of members who were breast cancer

.

SUrvivors.

N

Where appropriate, ethics approval was sought and received by the Wilfrid

Laurier University Ethics Review Committee.

Data_Collection

The active data collection process consisted of my organizing the logistics of'the
personal interviews with the Project Team and telephone interviews with members of the
Advisory Panel and Executive Committee. The first three interviews were treated as pilot
interviews for fine-tuning the standardized open-ended questionnaire. Each mterview was
audio-taped and transcribed. Transcriptions were used for purposes of data analysis. At the
.ime of each interview participants were asked and, or mformed of the following.

permission to audio-tape the session

research records would be kept confidential. No names or identifying information
would be used in discussions or reports

e participation in the evaluation was entirely voluntary. The participant could refise
to answer any question or withdraw from the study at any time

e feedback of the evaluation findings would be presented at the Fall 1995 Advisory
Panel meeting
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All interviewees agreed to become involved (n=37). All interviews were conducted
between August 1, 1995, and September 10, 1995. The methodology used for the evaluation

consisted of document review and a standardized open-ended interview guide.

Research Questions

The research questions wvere designed to measure topic areas that were of interest to
the Project. Information diffusion literature base was used by the Project as a foundation for
the interview questions, The research questions were designed to assess members’ perceptions
about the OBCIEP s attributes. These include participants’ thoughts and feelings about: the
objectives, activities and principles; their ability to contribute to Project directions and
decisions; their perceptions of the role the OBCIEP is playing and its potential future role
within breast cancer spheres. The final interview protocol was approved by the Executive
Comnmittee prior to the commencement of data collection (Appendix 4). Pilot interviews and
approval by the Executive Commnittee which inchudes breast cancer survivors, served to
provide a check on credibility of the tool. A modified interview guide was designed for the
Health Canada representative (Appendix 5). Where appropriate, additional open-ended or
response-driven questions were asked of interviewees along with, or in lieu of pre-defined

questions for the purposes of clarification or to further explore emerging themes.



DATA ANALYSIS

The method of qualitative data analysis is inductive in nature. Of interest was what was

collectively stated by the Advisory Panel members, Project Team, and the Health Canada

representative. Since the Executive Committee consists of representatives from the Advisory

Panel and Project Team their information is not presented separately, but rather within the

context of their Advisory Panel or Project Team status. A matrix was created to organize the

data by research question for the Advisory Panel members (Table 2). The emerging themes

within each stakeholder group were assessed. More specifically, the analysis involved the

following aspect.

a total of thirty seven nterviews were audio-taped. All interview tapes were
transcribed verbatim by the evaluator. Only basic verbal and no expressive content
such as pauses or emphatics were included in the transcriptions.

a hard copy of the data was printed.

a matrix was constructed in order to organize the data and ease the process of first
round data analysis for the Advisory Panel members’ mterview data. This involved
identifying overall themes, response pattems, and operational suggestions that
evolved from the interview data. In addition, the matrix offered the opportunity to
go over the evaluation results with the Project Director and Project Coordinator
while maintaining the confidentiality of participants.

the general question categories were used as broad framework categories for the
first round of analysis within each stakeholder group.

the second round of analysis allowed sub-themes and unexpected findings to
emerge by way of analytic induction.

quotations were used when reporting the research to illustrate emerging themes
and to personalize the findings wherever possible.
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RESEARCH PARTICIPANTS

The research participants for the mid-point evaluation consisted of thirty (30) members
of the Advisory Panel, six (6) members of the Project Team, and one Health Canada
representative. All potential interviewees for this study agreed to participate in the mid-point

evaluation.

Advisory Panel

The participants from the OBCIEP Advisory Panel included thirty (30) members (29
female, 1 male). Fifty-three percent (53%) of the Advisory Panel is accupied by breast cancer
survivors. Thirty percent (30%) of members were involved in the original proposal
development stage of the Project, fifty-three (53%) joined at the commencement of the Pilot
Project, and seventeen percent (17%) have been involved less than two and a half years. Fifty-
seven percent (57%) of the Advisory Panel members perceive that they represent a stakeholder
organization, ten percent (10%) see themselves as representing a breast cancer support group,
and seven percent (7%) feel they represent both a stakeholder organization and support group.
Twenty-three percent (23%) perceive that they provide individual representation on the Panel.
Three percent (3%) stated that they represent a non-stakeholder organization. Half (50%) of
the Advisory Panel members are involved in aspects of the OBCIEP beyond their Advisory
Panel role. This would include participating in working groups, reviewing documents,
etceteras. Thirty-seven percent (37%) are involved solely with the Advisory Panel. Thirteen

percent (13%) sit on the Executive Committee.



Project Team

The participants fiom the Project Team consisted of five (5) health professionals (4
females, 1 male) mvolved with cancer care at Toronto-Sunnybrook Regional Cancer Centre
and Sunnybrook Health Science Centre. This includes the Project Director. The sixth

participant from the Project Team was the Project Coordinator.

Health Canada

The participant from Health Canada served as a key-informant to the mid-point
evaluation. Health Canada was interviewed in an effort to gain input from the full range of
stakeholders involved with the Ontario Breast Cancer Information Exchange Project. This
perspective in particular, is unique in that it provides a national perspective. The interviewee
oversees the five Information Exchange Pilot Projects across the country and has an early

history of mvolvement with government funding of recent breast cancer initiatives.
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THE FINDINGS

All participants were provided with a list of the OBCIEP objectives, principles and

activities which was used as a reference tool during the interview session (Appendix 6).

Analysis of the interview data resulted in the identification of five (5) broad theme areas across

stakeholder groups. These included:

thoughts and feelings about the Project objectives and activities

thoughts and feelings about the Project principles

decision making and connection to the Project

the contributions of the OBCIEP

whether or not the OBCIEP should continue at the end of its funding period

The findings within each of the broad categories are reported separately for the

Advisory Panel, Project Team and Health Canada to allow for the response pattern within

stakeholder groups to be illustrated and sub-themes to be explored in more detail. Quotes are

used to illustrate the themes and to provide a voice to participants.

Regarding the Objectives and Activities - Advisory Panel

One hundred percent (100%) of the Advisory Panel merabers feel that the OBCIEP is

making steady progress towards its objectives. The major factors that were identified as those

that might hinder the Project's progression towards its objectives imcluded:

23%
22%
15%
10%
10%
20%

participation/membership issues
politics, organizations being territorial
funding

size of Ontario

no hindering factors perceived

other miscellaneous factors
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Ninety percent (90%) of respondents feel that the theme activities are helping the
Project meet those objectives, and nobody felt that they were not. Three percent (3%) were
unsure that the activities are useful in meeting the OBCiEP's objectives. It was inconclusive

from seven percent (7%) of the interviews whether or not this was the case.

Future Activities and Directions

Some suggestions for future activities and directions that the Project might undertake
were provided. Most Advisory Panel members felt reaching health professionals should be a
focus of future Project activities.

I know there has been talk about a handbook for health professionals

There is the gathering of the information and there is the making sure it gets

out. (health professionals) don't look for information. Some do, but most don't,

and the information has to be fed to them.

Access to information by health professionals. We defmitely have some gaps

there... To make them aware of what we are lacking and how the information

can be shared.
The most common fiture Project direction suggestion was an emphasis on recurrence and
palliation.

I guess the other thing is that you are never really cured so there is also the
after. Whether it is the medical or psychological supports.

Processes need to be initiated so that people can approach that difficult time as
comfortably and in control as possible

Long term aspects, particularly in terms of new chemotherapy for the treatment
of recurrent or metastatic breast cancer.

Other activities and suggested directions for the future included:

e focus on prevention and awareness



s  discuss genetic predisposition to breast cancer and its inherent ethical
considerations ‘

exploring user-friendly public education information via electronic links

research on the environment and its role in cancer

coordiate breast cancer support groups

explore multicultural issues

Regarding the Objectives and Activities- Project Team

All six (6) Project Team members felt that "« OBCIEP is making progress towards its
objectives. Factors that were identified as those that might hinder the Project's progression
towards its objectives included:

s time, energy and resources
o challenges to collaboration within a politically charged environment

Most team members were concerned about the workload exacted by the Project and
stated concemns about membership participation in Project activities.

The overall sense of where we are with activities is that I don't think we can
keep up at the pace that we have been going. Yet, expectations are that we
should at least keep up if not do better. I think we are at a bit of a crisis around
activities. We can't possibly keep the excitement level at what it was at the first
year.

There is just a concem that I think I have with that...I think there is a lot going
on. One thing I would really like is the Advisory Panel to start taking control of
some of these things as well. We may not be here after five years. For example,
the guide, who is going to keep that updated? How is that going to be done?
That kind of thing. I think we need more buy in from the Advisory Panel
members. Even for them to take control of some of these activities that we
have identified as important.

The major issue for us is grappling with how much you actually roll up your
shirt sleeves and actually do the work of filling the gap versus how much you
try and convince somebody else to do it.

All of us feel we are strained for time. Its just awesome to try and keep up with
the amount that we generate. Its been like that since the Project inception and it
hasn't stopped. I think personally that we have approached times, particularly
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for the Project Team, we sort of approach burnout aad manage to veer away
from bumout. It is still 2 very realistic possibility if we are not careful.

All respondents felt that the theme activities are helping the Project to meet those
objectives as indicated by their response to question number fifteen of the interview protocol

(Appendix 4).

Future Activities and Directions

All Project Team members made reference to moving along the spectrum of care and
being more involved with palliation and recurrent disease informatioal issues in the future.
Other suggested activities and directions included:

o issues affecting hard to reach groups such as families m the North and
aborignal/first nations groups
o assistance for the children of women with breast cancer

Regarding the Objectives and Activities - Health Canada

The Kaison identified the first two objectives of the OBCIEP as in keeping with what
Health Canada had specified as appropriate in their request for proposals. A specific reference
was made to the third OBCIEP proposal "to fill identified gaps, when appropriate, in
collaboration with OBCIEP partners".

This last one is an addition. It was not specific in the call for proposal that we

wanted the projects to develop materials. The emphasis was a lot more that we

know there is a lot out there, just make sure it gets to the right people. If it is a
bonus that they develop material, that is great.
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The liaison felt that the OBCIEP was making steady progress towards those objectives.
The large geographic area that the Project is charged with covering was noted as a factor that
might hinder the progression towards the objectives. A national perspective was offered.

One difficulty that I find common across the country is the large area that the

Projects have to cover. I think in a way Ontario is quite fortunate when I

compare to the Prairie provinces, which includes Manitoba, Saskatchewan,

Alberta, and the Northwest Territories. They really have a big problem because

they are dealing with four different provinces, four different health care

systems. Ontaric is one central, they all operate the same way, under the same

health care system. So that is an advantage, by comparison to the others. But it

is still a problem.
It was noted that monetary factors might hinder the Project's progression towards its
objectives.

“We are very much aware that the resources for this Project are too small.”

Future Activities and Directions

The interviewee indicated that Health Canada's role was not to dictate activities or
directions for the Projects, but to support and assess their effectiveness. She defmitely felt that
the Project activities were helping the OBCIEP to meet its objectives. Specific comments about
the current activities were as follows,

I find that it is quite impressive. The benefits go back to the core group. It is
amazing how much time these people give to the Project. It is incredible. We
are fortunate because it is pretty well standard across the country. Everybody
has dedicated to the cause. The approach that they have taken here, Ontario is
quite different from any of the others by looking at three different themes. They
are not focusing only in one area, so it is quite nice what they are doing.
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When asked about future directions for the OBCIEP, there was praise for some of the
ideas that had been noted in the Project's strategic plan regarding advanced disease ar .!
palliation.

They want to look at facing the fact that it is a disease that is not always cured.

It is fine to help women get infrrmation about when we discover a lump, but it

doesn't stop there. Although there is so much to do m discovering a lump, I

think the whole spectrum is quite important too. I am really happy they are
looking at the wider picture.

Regarding the Principles - Advisory Panel

Seventy-three percent (73%) feel the OBCIEP principles are practiced within the
Project. Thirteen percent (13%) have a concern with one of the five principles. For example,

There is a problem with Ontario-wide representation. We've tried and we
continue to try. It is not that easy to get Ontario-wide representation.

I don't agree that the Advisory Panel sets the strategic direction. The AP meets
every six months...I am not sure enough people are able to attend meetings
sufficiently regularly in order to set the strategic direction.
Four percent (4%) have concemns with more than one of the principles.
I don't agree that the Advisory Panel sets the strategic direction. I think some
would argue that it does because the word ""strategic” is in there. Strategic
always makes everything look very broad, and anything can be strategic. It
doesn't set the direction, it kind of endorses it, maybe... And the
Unconventional Therapies book was being a provider of information.
Another four percent (4%) did not feel they knew whether or not the OBCIEP
principles are practiced within the project. Six percent (6%) of the interviews yielded

inconclusive results.



The Role of Survivors

The Advisory Panel members' feelings about the role of survivors and the Panel's role
in setting the strategic direction for the Project were probed. Some of the notable excerpts
about survivor input include:

I think it has been quite vocal and up front in anything that I have been
involved with. I think it has really given me, as a health professional, a different
perspective that I needed to hear. I find it really helpful.

I think it is the most important part of the whole thing. The survivors have
found that they bave not had the proper treatinent sometimes. Or they have
been in a decision situation where the information is not available and they
don't have enough knowledge to know in which direction to go. I think the
whole project revolves around the survivor and what does the survivor need
from the doctor, from the community, from the government, from the research
that comes out.

I see it happening. I believe it is happening. I hope there is not a we-they
situation. I don't get that sense.

There were wide ranging interpretations about the principle regarding the survivor-
driven nature of the Project.

I don't know how much work is done by the professionals and how
much work is done by survivors. It is a question I have.

I think there is a danger that one could get too carried away with the survivor
driven aspect of it. I think there are a lot of different peopie that have things to
contribute who may not necessarily be survivors...I think there is room for
balance there because it is a social problem that affects many many people
besides the women and men who are directly affected by the disease.

This is exactly the way I feel about what is needed. It has to be
survivor-driven, and it is.



That is an asset, because you have been there. You know what is needed out
there in the public. That is a must

Strategic Direction
Some notable excerpts regarding the Advisory Panel's role in the Project outlines the
differing perspectives of the term "strategic direction".

I think there has been occasions where I have wondered if any of the things we
have talked about or recommended were being put into action...I have to
remember we are advisory. They don't have to use verbatim what we are
suggesting. It is taken under advisement and further discussed by the Executive
Committee which has more operational responsibilities than we do.

I think that is one of the things about the Project, I think the members do have
a voice i setting the agenda. No question.

I think the Advisory Panel members are given enough information that they are
quite well able to support the direction or give mput. I think the AP is
mvolved. I think their suggestions and comments are respected. 1 think they
have a lot of input.

...when it says the Advisory Panel sets the strategic direction, T think it is a
wonderful principle, but I am not sure there is a mechanism whereby Panel
members would actually vote on going this way or that way. Taking path A or
path B...Its not a criticism, it’s a comment.

Regarding the Principles - Project Team
All six (6) of the Project Team members felt the OBCIEP principles are practiced
within the Project. More specifically, the answers mcluded:

“Yes, and we work hard to try and adhere to it. If we feel we are getting
off the rails, we try to bring it back on™

“] think they are being worked on, all of them”
“J think in general, yes. I think so”

“Very definitely...from my perspective, yes”

44
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Overall, there was a feeling that the OBCIEP has been true to its role as a catalyst to
cooperative activity and that Ontario-wide representation has been a problem. Specific
questions probed the Project Team members' feelings about survivor input and the role of the

Advisory Panel in setting the strategic direction for the Project.

Survivor-Input and the Survivor-Driven Nature of the Project

Project Team participants were asked specifically about their thoughts and feelings
about the survivor input within the Project and generally about the Project principles which
includes “the Project is survivor-driven”. References to the terms survivor input and survivor-
driven were sometimes used inter-changeably or together in a response. Some of the specific
response excerpts from the Project Team about survivor input ncluded:

It is essential not only because it is politically appropriate, but because the
thrust for these projects was really survivor-driven. It is a process of
accountability in some ways.

Surviver involvement can at times be a double-edged sword. Without a doubt
we have certainly had some experience where people have had certain special
interests which is not the fill context of the Project. It is sometimes hard to
make certain that the survivors themselves feel comfortable working within that
full context.

I value it two hundred percent. I think that we try to incorporate that on a
number of different levels, the Executive Commiittee, Advisory Panel, working
group levels and even informally checking it out with various survivors. So I
think it is really key. We really can't make full decisions without their input.

“It is a real challenge.”

1 think it is central to the working of the Project. Some of the comments I
made earlier also allude to the fact that it is important. It is the driving force.
How you achieve it is the crucial part, so that survivors feel they have the input
and that input is being acted on. I think sometimes we can fall down because
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we act on what we are given, but may not complete the communication loop
that shows people how we have acted on it. As I say, to me it is crucial, front
and centre, Within the Project Team we really try to keep close tabs that we
are true to that principle.

The Project Team memb-ars also spohe of their perceptions and concems about the
survivor-driven nature of the OBCIEP in referring to the Project principles.

I think we should always make sure when we are striking a workiag group that
there is a balance between survivor representation and professionals Maybe
even weighing more on the survivor side, because that is appropriate. 1 know
we have had criticism of people feeling that they were token in a working

group.

... there is a major portion of some of the conceptual work that isn't necessarily
survivor-driven. Beyond that poit the Project has always been very very
careful to make certain there is survivor involvement.

I think survivor-driven is only partially successful. I think that is always only
partially successful in enterprises like this. I am not feeling particularly
disappointed about it. I think we have learned some things about it. I'm sure
there are other pecple who will be disappointed about it... I don't think it is ever
entirely successful...

Survivor input is very important, but so is everyone else's whose life is touched

by breast cancer, including professionals. I think we might need to expand that
to say that it is survivor-driven and health care driven as well.

Regarding the Principles - Health Canada

While the Health Canada representative would be unable to assess whether or not she
felt the stated OBCIEP principles were practiced, there were some general comments made
about the principles.

They are very good. They include certainly everything we had in mind when

we started thinking of these Projects. It has to be survivor driven was a
weighted requirement. The panel had to be fifty per cent survivors, and it is
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happening, Ontario-wide representation, I don't know how much you can do. I

think that an effort has been made, and that is not easy. A catalyst, that again is

what we were hoping,

The interviewee felt that she was unable to specifically assess the role of the Advisory
Panel setting the strategic direction for the OBCIEP.

I think you are fortunate here to have a core group that does an awful lot of the

work. If the panel is happy with that. I think that is where the problem might
be. If the panel were to feel excluded, but I don't know if they do.

The Role of Breast Cancer Survivors

Some dialogue ensued on the issue of the role of survivors within the OBCIEP and the
survivor-driven nature of the Project.

My feelings are really from an outsider point of view, from talking to a few

people that I have met in meetings. I have the feeling that people are quite

happy. There are exceptional women. I haven't met every one of them, but
some of them have impressed me tremendously, total devotion.

Making Decisions and Feeling Connected - Advisory Panel

Overall, forty-six percent (46%) of Advisory Panel members feel involved ia the
decision making processes of the Project. An additional seven percent (7%) also feel involved
in the Project decisions, but attribute this to their role with the Executive Committee. Thirty-
seven percent (37%) of respondents did not feel involved in the OBCIEP decisions. An
additional ten percent (10%) also did not feel nvolved in the decision making processes, but
qualified their responses by saying that was by choice. These people felt that the Project was

accessible to becoming more involved.
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Thirty-six percent (36%) of the Panel members feel connected to the Project during the
time period in between Advisory Panel meetings. Seven percent (7%) stated that they feel
connected at times, and an additional seven percent (7%) could not respond due to non-
attendance at Advisory Panel meetings. Most importantly, fifty percent (50%) of respondents
do not feel at all connected to the OBCIEP between meetings. Some comments to note

mcluded:

Yes, no question in my mind about that. I am with this other sub-committee
and I feei connected in that way.

Sometimes, depending on whether I am involved in something. So sometimes
yes. Its a long period of time in between, but I have found that as time has gone
on we get more mail more frequently.

Not realty. I don't really feel connected and part of that is because I am busy

doing other things. I read the things that come in. You read it and you put it
away and you don't see anybody for six months.

The Executive Committee was formed at the first Advisory Panel meeting in order to
bridge the time gap between semi-annual meetings and to provide a mechanism for survivor
input to be shared with the Project Team on a more regular basis. Forty-three percent (43%) of
Advisory members see the formation of the Executive as being useful to the Project. Seven
percent (7%) did not see the Executive Committee as a useful tool, and seventeen percent

(17%) were unsure about this point. Thirty-three percent (33%) of the interviews yielded

inconclusive results in this regard.
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Making Decisions and Feeling Connected - Project Team

The Project Team of the OBCIEP is responsibie for the day to day operations of the
Project. In this respect team members are intimately connected and tied to the decisions of the
Project. The principles of operation dictate that the Project operates in response to the strategic
direction of the Advisory Panel which is comprised of fifty per cent survivor membership.
Viewpoints and concemns were voiced with regard to the Project Team's perception of the

Advisory Panel's role in setting the strategic direction for the OBCIEP.

I think that has been difficult because we only meet twice a year and because
there is so much business at the meetings. I think we have attempted to try and
make that happen, but probably not with huge success. Probably moze strategic
direction has arisen from the Project Team than is ideal. Again, I don't know
whether it is possible to really change that and continue to be productive. I
think there is a real tension there.

The Advisory Panel gives advice, that is why it is called an Advisory Panel It
really made sense to me, so I am starting to feel that they provide the strategic
direction very generally.

I don't really feel that the Advisory Panel has set the strategic directions
consistently the way I originally ervisioned. I recognized at the beginning
perhaps that there would be a little more direction, but I was hoping by now
we would see more issues being raised by members of the Advisory Panel. I
am just not seeing that yet...I imagined by this point in time in our life that the
Advisory Panel would be much more outspoken, forthright. That they'd be
bringing issues to the agenda from their respective organizations, bringing
ideas. Idon' see that happening,.. The Executive Committee has begun to
take a more active role at the panel meetings.
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Making Decisions and Feeling Connected - Health Canada

The Health Canada participant was unable to assess this facet of the Project. She is
professionally connected to all five pilot projects and bas been involved with this breast cancer

initiative prior to its request for proposals,

Advisory Panel Meetings - Advisory Panel

The fact that eighty percent (80%) of respondents feel in touch with the Project at the
semi-aanual Advisory Panel meetings signals the importance of such meetings for connecting
the Panel and enabling input. Ten percent (10%) of Panel members did not feel connected to
the Project at these meetings. This question was not applicable to seven percent (7%) of the
members due to non-attendance, and the results were inconclusive for three percent (3%) of
the interviews. Additionally, ninety percent (90%) of the Advisory Panel find the semi-annual
meetings useful and informative. Three percent (3%) did not, and the question was mapplicable

to seven percent (7%) of members.

Highlights and Lowlights

There were definite trends in the responses to members' feelings about the high points

of the Advisory Panel meetings.

56% networking/mformation sharing
20% project updates

14% roundtables

20% other miscellaneous responses
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Forty-three percent of the Panel felt there were no low points of the Panel meetings.
Low points that were noted included:
22% long day
14% long presentations

7% little or no opportunity for input
14%  other miscellaneous responses

Meecting Attendance and Clarity

Due to the importance placed on the semi-annual Advisory panel meetings for
membership input and feeling connected to the Project, analysis was undertaken to explore
Panel membership attendance pattems in relation to clarity about the OBCIFP mandate and its
audiences. Clarity of the Project mandate would include the interviewee making some
reference to the OBCIEP as a vehicle to provide access to information about breast cancer/
benign breast disease during the interview session. Clarity of the audiences reached by the

Project would include references to women, families, and health care providers.



TABLE 3 ATTENDANCE AT AP MEETINGS AND CLARITY OF OBCIEP
MANDATE AND INTENDED AUDIENCES
# OF MEETINGS ATTENDED
4 3 2 1 0
TOTAL SAMPLE 30% (9) 30% (9) 23% (7 10% (3) 7% (2)
clear about OBCIEP mandate 56% (5/9) | 56%(5/9) | 86% (6/T) | 67% (2/3) 0%
partially clear about OBCIEP mandate 22% (2/9) | 33%(3/9) 14% (1/7) | 33% (1/3) 0%
unclear about OBCIEP mandate 0% 11% (1/9) 0% 0% 100% (2/2)
inconclusive from interview 22% (2/9) 0% 0% 0% 0%
clear about OBCIEP andiences 11% (1/9) 11% (1/9) 0% 67% (2/3) 0%
partially clear about OBCIEP audiences 11% (1/9) | 4% 4/9) | 29%% (2/7) 0% 50% (1/2)
unclear about OBCIEP audiences 78% (7/9) | 22%(2/9) | 1% (5/T) | 33% (1/3) | 50% (1/2)
of which
 mention OBCIEP partner orgamzation 57% (4 7) 30% (1.2) 20%(15) 0% 100% (1 1
* mention support groups 0% 50%(1°2) 60% (3.5) 0% 0%
* other 43% (3.7) 0% 20% (1'5) 100% (1°1) 0%
inconclusive from interview 0% 22% (2/9) 0% 0% 0%

Advisory Panel Meetings - Project Team

The Executive Committee within the OBCIEP serves as a mechanism to provide more

frequent survivor input to the entirely non-survivor membership of the Project Team. Most of

the Project team members made a reference to the semi-annual Advisory Panel meetings as an

important forum for gaining wider membership input and strategic guidance. Most team

members specifically stated that they found the semi-annual meetings useful and informative.

The majority also felt that their involvement with the Project has contributed to networking and

breast cancer awareness raising in a personal and/or professional manner.
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Highlights and Lowlights
High points of the Advisory Panel meetings for the Project Team included:

reaching tangible goals through concrete vehicles
presentations by Advisory Panel members

roundtables, issue feedback, and idea generating discussion
networking with members and celebrating successes

Low points that were noted were as follows:
e expressions of special mterest, self-serving agendas, non-collaboration

too much review, long presentations
e low energy, no dialogue or active feedback

Advisory Panel Meetings - Health Canada

As an outside observer, this liaison was unable to make specific characterizations of
connectedness and decision making among the OBCIEP membership. The Health Canada
representative had the opportunity to attend one of the OBCIEP's semi-annual Advisory Panel
meetings. Some general impressions are noted in the provided response.

I found that the meeting was more devoted to telling the panel what the

Executive had done. I wondered at the time whether the panel member were

happy with that, but nobody told me anything, It was just an impression I had...

So I asked myself at the time what the input of the panel was. They have

discussion groups, but I didn't feel the participants were prepared to give their

mput. I don't know if it gave a lot of results.

The representative felt it was interesting to find out what Ontario had accomplished,
but would not characterize that as a meeting high point. A low-point for the participant was the

perception that members may not always be prepared to provide input at Advisory Panel

meetings.
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OBCIEP's Contributions - Advisory Panel

Advisory Panel members were asked to respond to the question “‘Overall, what kind of
contribution do you feel the OBCIEP has made to breast cancer?” The pattern of responses
were as follows:

29% information awareness & access to information

27% coordination of breast cancer stakeholders/leadership role

12%  concrete accomplishments-book. booklet, reparts.

8%  avenue for survivor mput/linking survivors & professionals
2%  other miscellaneous contributions

22%  participant response did not answer the question

On a personal level, interviewees were asked if the Project had contributed to either
networking or awareness-raising within the breast cancer climate. Sixty percent (60%) felt
being involved with the Project had contributed to networking. Thirteen percent (13%) felt it
had made no contribution, and thirteen percent (13%) were not sure whether or not it had
contributed. The final thirteen percent (13%) of the interviews yielded inconclusive results.
Almost three-quarters, or seventy-three percent (73%) of the respondents felt that the OBCIEP
has contributed to personal breast cancer awareness-raising. Ten percent (10%) felt there has

been no contribution, and an additional ten percent (10%) were not sure. Seven percent (7%)

of the interviews were inconclusive in this regard.

OBCIEP's Contributions - Project Team

Project Team members were asked to respond to the question, “Overall, what kind of
contribution do you feel the OBCIEP has made to breast cancer? . Team members responded
in general terms:

I think the Gmario program in particular has addressed some very fundamental
needs.
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Well it is a drop in the bucket. Given the constraints that exist in the health care
system and in the world generally, I think it is a pretty decent drop.

1 really think that we have achieved a lot in a short period of time, and have
made a difference. It is not that we are spinning our wheels. We are really
addressing needs and bringing people together in new ways.

Specific gains that the respondents felt the OBCIEP had made were noted.

Well I think there are significant contributions in certain areas, like the guide
was a significant contribution. The family physician and perceptions of
surgeons I think is going to be very interesting when 1t gets out. The sense of
looking at breast cancer information dissemination gaps and engaging the
agencies I think that is something we are going to have to work out in a very
defined way.

I think it is the notion of identifying gaps, coordinating body. Its role as a
catalyst and coordinating body is probably its main value. I think there is a
value for having an organization who is removed from it all in a way that they
can look at the whole picture.

OBCIEP's Contributions - Health Canada

The Health Canada representative did not offer any views on specific contributions that

the OBCIEP may have made to breast cancer to date, but seemed optimistic about its potential

significance.

Well I am quite positive in thinking that it has and it will make a difference. Just
getting people to talk to one another. Involving patient/survivors makes them
aware of the difficulties as well as finding out more about what their needs are.
All these different groups working together, researchers, doctors, oncologist,
lay people. It is very interesting to follow.
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Should the OBCIEP Continue - Advisory Panel

70% feel OBCIEP should continue beyond Health Canada funding period

7%  do not feel OBCIEP should continue

13%  not sure whether OBCIEP should continue

10% inconclusive from interview data

Many interesting comments and suggestions were provided in response to the question
“If the Project were to continue, what should it do?”.

While a few people responded that it was to early to assess the future and that
brainstorming and evaluations would be important intermediary steps, many members thought
the Project should continue as a neutral, coordinating body. Essentially, to continue in what it is

doing as a site for up to date information exchange.

It should link up as many organizations and support groups that it can...to
catalyze information exchange.

Sort of a nucleus of activities that are happening on the province...getting
people together for meetings that wouldn't happen if somebody else was
rnunning them.

Look at partnerships and how information can be disseminated.

Keeping up the database

Its got to contimue to update all of its activities and evaluate them

Stay on the cutting edge of change.

Yeah, I'm worried that there are too many cross sections, too many groups
here and there vying for the same dollar. Somehow it should be coordinated.

Some members talked about how the responsibilities and activities of the OBCIEP

could be broken down and allocated to existing breast cancer organizations and networks.
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One approach is to look at Network survivor groups, maybe they should be

getting funding for updating women & families.

The role of Willow, a new breast cancer information and support centre located in
Toronto was mentioned by a few survivors as a possible avenue to explore. One such comment
was,

1 wouldn't want the Willows project to become THE authority in the province

without there being a tie to the OBCIEP. To me they are two really big thrusts
that should be coordinated somehow.

Should the OBCIEP Continue - Project Team

Most of the responses around the issue of contmuation were reserved and suggested a
need to evaluate and assess before taking a firm position on this issue. There was a definite
trend towards possible continuation, but in an altered form from the present Project structure.
The most commeon postulation was to continue pieces of the Project through OBCIEP
stakeholders, or to partuer the Project with an existing organization. Comments on this subject
included:

What do I think of Ontario? Well I think it should be part of the whole net. It
should be a network which is easily accessible, through which women can get
information. Whether that would ultimately come down to an affiliation to
something like the Cancer Information Service, is something that would have
to be discussed.

I can see one of two things. One being that there would be one central group
for all of Canada that might oversee, rather than the regional pieces, the larger
perspective across Canada. Try to maintain some of the initiatives that have
gotten underway. Updating information as appropriate and so on. The other
would be that an organization, or a group of organizations could take on a
piece or pieces of the Project. So Willow for example.

You know, I always thought that we would do such a good job after five years
that we wouldn't have to exist anymore. The networks that we created, or
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facilitated to create would keep going. I'm not sure if that would happen
though... One suggestion has been that all the Pilot Projects, all five, meld into
a national project. Do things more nationally than regionally...I really think that
we have a purpose that other organizations don't have, the whole catalyst,
facilitating approach. Because we are neutral, that is a big thing. We don't favor
any one group or any one position.

Should the OBCIEP Continue - Health Canada

The Health Canada liaison personally felt that the Pilot Project(s) should continue and
offered an idea about a possible role for the OBCIEP in the future.

I hope that somehow it is going to be able to continue, at least the networking
will continue. We certainly put in as a request that the Projects try to become
sustamable. That was not a must, it was a wish...Well I think the important
thing is this networking. The development of material can be done by the
cancer society, by the cancer foundations, and a lot of groups like that. But this
networking has got to be facilitated, otherwise it won't happen.

The participant offered her view that Health Canada's role is to monitor the progress of
the pilot projects and assess their effectiveness of this novel approach at the end of five years,

It is a pilot test, it has never been done; a totally new venture. We thought
maybe we could try it. Instead of yet producing even more pamphlets it was
time to make sure that partnerships developed across the country and networks
be established. So our role is one hundred percent in there and now we follow
these projects across the country. We have a profound interest in finding ont
whether it makes a difference or not. Whether it was a good idea to start with...
It is totally new... This bemng a pilot we are really watching the creativity of the
different Projects. When we did this we certainly didn't have an answer. that is
why they are pilot. We just had the idea that maybe this was one
approach...bring the commumities together.

In summary, the representative reiterated the primary purpose of the OBCIEP and the
other Breast Cancer Information Exchange Pilot Projects;
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The prime purpose is to facilitate the networking of the regions, of the different partners. The
people who produce information, the people who distribute the information, the people that
meet the women and give them information. So it is really not so much to develop new
material, but to really improve the networking between all the people that do have information.
To make sure that women can access it easily.
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OUTSTANDING ISSUES

The evaluation findings highlighted a variety of issues that are outstanding to the Project at this
time. These include:
o theneed to clarify the roles and responsibilities of each organizational body

o the need to clarify the question “who do Advisory Panel members represent”” -
themselves or an/their organization

o the need to diversify the membership of the Advisory Panel to reflect the
geographic, linguistic, and ethnic diversity of Ontario

e the need to clarify the role of the Advisory Panel as advisory or as a proactive
decision making body

o the need to define the terms “survivor-driven™ and “strategic direction™
e the need to find effective communication media that connect the Advisory Panel in

the time period in between semi-annual meetings to foster ownership of the Project
and facilitate survivor input into decision making

o the need to clarify which organizational bodies or persons do the work mandated
by the on-going activities of the Project

o the need to discuss what will be measured at the end of the funding period to
adequately assess the success of the Project

e the need to discuss how, or if the OBCIEP has a role beyond 1998 in the breast
cancer arena
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RECOMMENDATIONS

In formative evaluation, research questions should focus on potential adopter

perceptions of innovation attributes (Dearing, 1994, p.24)

The mid-point evaluation methods and analysis for this evaluation were structured
according to the needs ofthe OBCIEP. The research questions were designed to assess how
the OBCIEP siakeholders perceived the attributes of the Project, namely, its objectives,
activities, principles, and fiture directions. The basis for the questions was from existing
theoretical material; regarding information dissemination and nnovation diffusion. The
findings have provided the OBCIEP with the information to assess its progress to date and

make plans for the futuze.

Based on the evaluation results, the evaluator provided the Project Coordinator with a
draft of possible directions for evaluation recommendations. The following recommendations
were included in the final evaluation report.

1. Clarify roles and responsibilities of Advisory Panel, Executive Committee and
Project Team members and produce written guidelines.

2. Review membership of the Advisory Panel to ensure the appropriate organizations
are represented.

3. Review the format of the Advisory Panel meetings on a continuous basis to ensure
they meet the needs of the Project and its members.

4. Renew emphasis on partnership building in all OBCIEP activities and encouraging
other organizations involved m breast cancer to do the same.

5. Maintain and strengthen the commmmication and feedback in all directions among
all members of the Project and among other organizations involved in breast cancer
mformation dissemination.
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6. Develop a process for a five year evalnation.

7. Reinforce and emphasize the role of the OBCIEP in identifying and communicating
gaps in breast cancer information exchange.

8. Initiate immediate planning for the end of the Project’s funding period, March
1998.
These recommendations were reviewed by the Executive Commwittee and approved by

the Advisory Panel prior to inclusion in the final report. The recommendations are scheduled

for implementation during the 1996-1997 fiscal year.
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DISCUSSION

Three purposes have been accomplished in conducting a formative evaluation of the OBCIEP.
In formative evaluation, research questions should focus on potential adopter
perceptions of innovation attributes (Dearing, 1994, p.24)

First, It has provided an opportunity for the Project stakeholders, especially breast
cancer Survivors, to voice their views about how the OBCIEP is doing and provide input about
activities and foci.. This is what the women’s health movement has been striving for, a
recognition of the right to define their own experiences and “provide a slice of the social

world” (Reinharz, 1992, p. 19).

The second purpose accomplished in conducting a formative evaluation of the
OBCIEP is best stated by McKinney et ai.

Evaluation can provide practical information about innovations that are not

fully formed by examining the characteristics of the key stakeholders. Their

social system, communication, and the linkages between them. (McKinney , et

al, p.272).

The evaluation has provided the OBCIEP with practical mformation at the mid-point of
its funding period that has highlighted strengths, identified weaknesses, and provided input

from the membership that can be useful for fiture planning or Project reinvention.

Thirdly, the evaluation of the CBCIEP contributes to the available literature about

collaborative action research for the discipline of commumnity psychology. Comummity
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Psychology offers an ideal paradigm for conducting evaluations of mnovations such as the
OBCIEP. An innovation is a “departure from the status quo” (McKinney et al, 1992, p. 284),
Evaluation activity may contribute to the diffusion of the innovation. The “essence of diffusion
is change” (Eveland, 1985, p.8). Community psychologists are committed to social change and
the challenging of the status quo. The evaluator and the discipline share many of the values of
the Ontario Breast Cancer Information Exchange Project. Some of these include: a beliefin
mclusive decision making practices, sharing the professional role, sharing resources for a

common purpose, and access to information.

Lord and Hutchison stated that studying the process of empowerment contributes to
the concept and meaning of empowerment (Lord and Hutchison, 1993, p. 19). In the same
vein, doing commumity psychology research contributes to clarifying the paradigm of the
discipline. Similarly, evaluating innovations such as the Ontario b, :ast Cancer Information
Exchange Project contributes to leaming about how novel approaches can contribute io the
available literature about social change in the area of women’s health care. In 1992, 5900
women in Ontario were diagnosed with breast cancer (OBCIEP consortium, 1993) . That same
year in Canada it was estimated that 5200 women who had been diagnosed with breast cancer
would die from the disease. Another way to state this fact is that fourteen women die from
breast cancer each day in our country (Scott, 1993). These numbers represent our
grandmothers, our mothers, our sisters, our aunts, our friends. We must listen to women and
their families to understand their experiences with the disease. We must understand why a

Project like the OBCIEP, or a conference like the National Forum on Breast Cancer have
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become important priorities. Finaily, we must continue to believe in the power of people to

exert influence and effect social change.

I am connected to the breast cancer issue through a maternal family history with
the disease. This research has served to help me move beyond the fear and the loss I have
experienced. It has allowed me to critically become informed of the myriad of issues
associated with the disease. I have been greatly touched by the breast cancer survivors
that I have encountered over the last two years. They are a true inspiration in that they
embody the concept of “living with cancer” and hope for action on the disease. My
interactions with academics and health professionals also helped me to orient myself to
this important research project. Ihad the wonderful opportunity to work with Dr. Ross
Gray and Dr. Juanne Clarke on an evaluability study of the National Forum on Breast
Cancer. This provided me with an orientation to the T-SRCC and SHSC as well as the
recent federal government initiatives for breast cancer research and action. With the
guidance of Juanne Clarke I was able to complete a course and build an annotated
bibliography on women and medicine. The literature for this course included historical
perspectives of the medicalization of women from a variety of academic disciplines and
theoretical perspectives. It served to round out my academic training and provide a solid
framework to understand the significance of a structure like the Ontario Breast Cancer
Information Exchange Project. I feel that the OBCIEP and its four Breast Cancer
Information Exchange Pilot Project counterparts have been established in large part due to
the cumulative efforts of the women’s health movement which began in the 1960's. These
Projects are unique due to their mandate to include the voice of breast cancer survivors
and front-line stakeholders in the organizational structures in an effort to coordinate
information and resources, and catalyze action around the disease. This research has
attempted to capture the spirit of the OBCIEP. By collaborating with survivors and other

stakeholders in the planning of the evaluation, and including members’ voices wherever
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possible in reports that relay the findings, this researcher hopes to include the human side
of breast cancer. This is a side of women’s health research that is often neglected.

Interviewing itself acts as an important method of information gathering and sharing.

...because this way of leaming from women is an antidote to centuries
of ignoring women’s ideas altogether, or having men speak for women
(Reinharz, 1992).

This women’s health movement coupled with more recent advocacy around the disease,
bave stated that the ultimate goal for women in the health care arena is to seek out
information that allows them to participate in decision-making in order to regain control of
their health. In attempting to make sense of the multitude of issues involved in this
research, I have been strongly influenced by the writing of Ivan Illich, Paulo Freire and

feminist writers such as Betty Cogswell and Jane Amdt.

Ivan Illich has stated that the more services are offered in our society, the more
will be consumed. In the case of medicine, this leads to an iatrogenic effect in which the
consumer becomes dependent on the services offered and those who offer them. In turn,
there is a loss of control over one’s ability to partake in his or her own care which is
counterproductive to good health (Illich, 1976). Betty Cogswell and Jane Arndt have
attempted to chronicle the history of the medicalization of women. Through a detailed
account of women’s rejationship with a male-dominated health care system that has been
oppressive, if not misogynistic, they attempt to highlight the roots of medicalization. The
strength of the influence of the health care system is in part attributed to holding a
monopoly on the technical and medical information which is required for women to
become informed decision makers and participate in their own care (Cogswell and Arndt,
1980). The process of demystification has been central to the women’s health movement.

This entails women working together to understand the medical terms and technical



67

knowledge and sharing it with others (Merieskind and Ehrenreich, 1975). The resultisa
sense of confidence and increased ability to dictate their own health care within the
structures that exist in our society.

I have interpreted the historical medicalization of women in macrocosm, and the
issues of women and breast cancer in microcosm, much in the way I experience Paulo
Freire’s Pedagogy of the Oppressed. In this book, Freire details how teaching illiterate
people to read and write facilitated a process by which these people could critically
evaluate their social situation. The exclusion of the women’s experience of heaith and
illness coupled with denial of the opportunity to participate in informed decision making
about their care, is an example not unlike that offered by Freire, of education acting as a
subversive force. In this instance we are talking about medical education and knowledge.
While self-help or mutual-aid are popular interventions that have attempted to address
issues of social support and making sense of medical jargon and treatment options for
women with breast cancer, these groups may not in themselves provide the structure to
influence societal change. Self-help groups have organized and are often active in
advocacy around the disease. An organization like the OBCIEP however, may provide
an opportunity to move beyond the limitations of self-help. I see the OBCIEP as a
structure that contributes to the ability to participate in decision making about the disease
in a more political sense. Women and front-line workers are working cooperatively with
health care providers to share information and make decisions about the disease. It
challenges the status quo of women passively accepting the advice of “professionals” and

may contribute to a sense of empowerment.

Empowerment is a difficult construct to defne. Emilie Whitmore proposed that in the

absence of a comprehensive definition we should embrace its undertying assumptions which are



inherently desirable. These assumptions are built into the texture of feminist teaching asd are

central to the women’s kealth movement. They include:

individuals are assumed to know their own needs better than anyone else and
therefore should have the power to define and act upon them

all people possess strengths upon which they can build

empowerment is a lifelong endeavor

personal knowledge and experience are valid and useful in coping effectively
(Whitmore, 1988, in Lord and Hutchison, 1993).

While no futervention activity or individual can empower another person (Rappaport,

1987) , the conditions for empowerment can be facilitated by that activity or persons involved

in the activity.

What defines an intervention as empowering is not its specific content but
rather its adherence to the values of empowerment (Prilleltensky, in press).

The mid-point evaluation of the OBCIEP focused on the processes of the organization.

Although there were no specific questions about whether or not participation in the

Project facilitated the process of becoming empowered, or was a vehicle towards social

change, such statements did evolve through the course of interview conversations. Many

of these spontaneous statements are consistent with the assumptions of empowerment.

Well it gives a certain sense of power. That' s always helpful because as
survivors you feel a contribution and a step forward.

It feels really great. I am an activist. I believe in advocacy. I believe in women's
issues. I believe if it was a male thing it would have been cured years ago...I
truly believe that. Since the 1930's nothing has been done and I think something
might have been done. It is the old power and control issue. I really believe in
women's rights and that this is one of the largest issues there are...its not just
because I have had breast cancer. It comes down to dollars and cents and they
are putting a price on women's heads. I disagree. I am a firm believer in
advocating for breast cancer issues.



Other spontaneous remarks offered by participants inchuded the need for their feelings and

voices to be heard, and for information.

You know what they say, you really don't know until you've been there...it puts
the project in perspective of really what is necessary by tapping into the most
important resources which are the feeling comments of the survivor

I think the survivor mput is crucial. Ifit wasn't there then I think this whole
thing is a bit of a farce. Because you can't have people representing a group
and not have representatives from that group present with a strong voice. It
just doesn't work for the people you are trying to represent

I just don’t want anybody to lose sight of what we are trying to accomplish.
We are looking at the human side and the need for more research and the need
for more information getting to the patient.

Participants also noted how the Project is assisting in these regards.

Well I think it has facilitated a network of a variety of disjointed agencies.
Through that network it has also helped to improve the quality of some of the
things the agencies have been providing, and access to information

I see it as to accomplish trying to find the information gaps that exist for
women. Especially for women diagnosed with breast cancer that reflects the
woman's needs specifically, more than the medical community

The spontaneous nature of these comments may indicate the depth of the emotion felt

about these subjects and their presence within the OBCIEP structure.

The OBCIEP is an innovation. Ifthe essence of an innovation is information

1976), then the OBCIEP may facilitate the process by which women with breast cancer

become empowered.

Provided with the proper tools for such encounter, the individual can
gradually perceive personal and social reality as well as the contradictions
in it, become conscious of his or her own perception of that reality, and
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(Eveland, 1985), and information is a means towards empowerment (Freire, 1995; Illich,
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deal critically with it. In this process the old. patemalistic teacher-student
relationship is overcome...he or she comes to a new awareness of self, has
a new sense of dignity, and is stirred by new hope...And as those that have
been completely marginalized are so radically transformed, they are no
longer willing to be mere objects, responding to changes around them; they
are more likely to decide to take upon themselves the struggle to change
the structures of society, which until now have served to oppress them
(Shaull, in Freire, 1995, pp. 12-15).

The women with breast cancer who contributed to this study are committed to
working for change in the health care arena with regards to breast cancer. A great deal of
weight is placed on the recent federal initiatives such as the National Forum on Breast
Cancer and the Breast Cancer Information Exchange Pilot Projects as avenues for
inclusion of the survivor voice and action on the disease. One OBCIEP member said it

best.

Of course survivor input is important. That is one of the principles of the
project. Every survivor holds that dear to their hearts. I don't think that you
would find a survivor that wasn't committed to that.
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FINAL THOUGHTS AND REFLECTIONS

The process of conducting this research in collaboration with the OBCIEP was an
extremely positive experience. My values, training, and approach to evaluation seemed to
be a good match with those of the Project itself and its membership. Early in the process
we discussed our mutual goals and defined the role I would play with the organization.
The entire membership was committed to carrying out a mid-point evaluation and
supported the process throughout. I would like to thank all of the people who played a
role in linking me to the OBCIEP and in helping me to complete this work.

The purposes of the evaluation for both the Project and myself did not allow for
some of my personal interests and biases to be explored in depth. I kept an on-going
account of my ideas, postulations, and feelings while conducting interviews and analyses.

I have included some excerpts from my notes to highlight areas which would be interesting
to further explore (Appendix 7). I feel the only avenues for doing justice to these issues

would be in a separate discussion or report.

After becoming immersed in the data and activity surrounding the breast cancer
issue, it is easy to see why Barbara Greene and her research team began to see themseives
as activists while drafting Unanswered Questions (Greene, 1992). It goes beyond being
shocked by the statistics or having personal experience with the subject matter. I have
learned a lot over the past year. I myselfhave become more informed about women’s
health, breast cancer and the many consumer-driven initiatives that are occurring in North
America. Ihave met a number of people that have left me with the feeling that there is life
after breast cancer and that there are positive changes in sight. I am not as afraid of the

disease as I was when I began this journey. As you look through this document it is the



feeling statements of survivors that reinforce what is pivotal to effecting change in the way
women are viewed within our health care system. There is value in including the human
side of health and illness through the narrative accounts of health care consumers. I have a

vested interest in this and hope that I have contributed in some small way.



73

REFERENCES

Bouchard, B. (1992). Government response to the fourth report of the standing

committee on health and welfare, social affairs, seniors, and status of women on breast
cancer. Ottawa, Ontario.

Brickell, H.M. (1978). The influence of external political factors on the role and
methodology of evaluation. In T. Cook. M.D. Rosario, K. Hennigan, M. Mark. & W.
Trochim (Eds.), Evaluation studies review annual (Vol. 111). Beverly Hills,

California: Sage.

Canadian Cancer Society. (1992). The expert panel on patient needs:
Recommendations to the Cancer 2000 task force. Toronto, Ontario: Canadian Cancer
Society.

Canadian Cancer Society. (1992). The proceedings of Cancer 2000: A report on

the work of the national task force. Toronto, Ontario: Canadian Cancer Society.

Centre for Research & Education in Human Services. (1993). Supporting
seniors’ independence: Altemative community living program region of York. Kitchener,
Ontario.

Coggswell, B., & Amdt, J. (1980). Women's health care: An overview. Marriage
and Family Review, 3 (3-4). 1-34.

Cognos Associate:. (1985, August). Diffusion systems: Structure and design.
Los Altos, California: J. D. Eveland.

Dearing, J. (1994, April). State of the art in diffusion theory: Implications for
diffusing cancer pain education to health care professionals. Keynote presentation to the
Adoption and Diffusion of Standards of Care for the Assessment and Management of
Cancer Pain workshop, Canadian Cancer Society and the National Cancer Institute of
Canada, Toronto, Ontario.

Fisher, 8. (1986). In the patient’s best interest. New Jersey: Rutgers University
Press.

Freire, P. (1995). Pedagogy ofthe oppressed. New York, New York:
Continuum Publishing Company.

Gaudette, L. A. (1993, November). Understanding breast cancer statistics. Oral
presentation by the Canadian Centre for Health Information, Statistics Canada, at the
National Forum on Breast Cancer (from National Forum on Breast Cancer Book of
Abstracts, 1993, p 10).




74

Goel, V. (1993, November). Why is the incidence of breast cancer increasing?
Poster session presented by the Institute of Evaluative Sciences at the National Forum on
Breast Cancer (from Nattonal Forum on Breast Cancer Book of Abstracts, 1993, p 66).

Gottlieb, B. H., & Peters. L. (1991). A national demographic portrait of mutual
aid group participants in Canada. American Journal of Community Psychology, 19 (5) (pp
651-666).

Greene, B. (1992). Breast cancer: Unanswered questions. Ottawa, Ontario:
Canadian Communications Group.

Guba. E.G., & Lincoln, Y.S. (1985). The countenenances of fourth-generation
evaluation: Description, judgement, and negotiation, Paper presented at the joint annual
meeting of the Evaluation Research Society and the Canadian Evaluation Society.
Toronto, Ontario.

Heller. K.. & Monahan, J. (1977). Psychology and community change. Illinois
Dorsey Press.

Judd, C. M., Smith, E. R., & Kidder, L. H. (1991). Research methods in social
relations (6th ed., pp 41-59). Toronto: Holt, Rinehart, & Winston.

Kirkup. G. (1986). The Feminist Evaluator. In E. R. House (kid.), New
directions in educational evaluation (pp. 68-84). Philadelphia: Falmer Press.

Lord, J., & Hutchison, P. (1993). The process of empowerment: Implications for
theory and practice. Canadian Journal of Community Mental Health, 12 (1), 5-22.

Lord. J.. & McKillop-Farlow, D. (1990). A study of personal empowerment:
Implications for health promotion. Health Promotion.

Love. A. (1992). The evaluation of implementation: Case studies. InJ. Hudson,
J. Mayne, & R. Thomlison (Eds,), Action-oriented evaluation in organizations: Canadian
practices (pp. 135-159). Toronto, Ontario: Wall & Fmerson.

Lussier, L., & Martel, M. P. (1993, November). “Projet a I'ecoute™ Information
and support through volunteers. Poster session presented by Vie Nouvelle at the National
Forum on Breast Cancer (from National Forum on Breast Cancer Book of Abstracts,

1993, p 109).

Marieskind, H., & Ehrenreich, B. (1975). Towards socialist medicine: ‘The
women’s health movement. Social Policy, 6 (2). 34-42.



75

McKinney, M., Barnsley, J., & Kalzumy, A. (1992). Organizing for cancer
control: The diffusion of a dynamic innovation in a comrmunity cancer network.
International Journal of Technological Assessment in Health Care, 8 (2) (pp 258-288).

Meyers, A. (1992). Evaluation as an organizational process. In J. Hudson, J.

Mayne, & R. Thomlison (Eds.), Action-oriented evaluation in organizations; Canadian
practices. (pp. 288-305). Toronto, Ontario: Wall & Emerson.

Ministry of Community and Social Services. (1986). Ontario Prevention
Clearinghouse: Evaluation of the pilot phase. Ottawa, Ontario: Canada Communication
Group.

National Cancer Institute of Canada. (1992). Canadian cancer statistics 1992.
Toronto, Ontario: National Cancer Institute of Canada.

Nelson, G., & Hayday, B. {in press). Advancing prevention in Ontario, Canada:
Follow-up to a utilizaticn-focused evaluation. Prevention in Human Services.

Ontario Division Canadian Cancer Society. (1990). The needs of Ontario cancer
patients: An assessment. Toronto, Ontario: D. Abbey-Livingstone, & Price Waterhouse.

Pancer. S. M., & Westhuer A. (1989). A developmental stage approach to
program planning and evaluation. Evaluation Review, 13 (pp. 56-77).

Patton, M. Q. (1986). Utilizotion-focused evaluation (2nd ed., pp 122-149, 322~
339). Newbury Park, California: Sage.

Patton, M. Q. (1986). Qualitative evaluation research methods (2nd ed).
Newbury Park, California: Sage.

Pedlar, A., Lord, J., & Van Loon, M. (1990). Quality of life outcomes of
supported employment. Canadian Journal of Community Mental Health, 9 (pp 79-96).

Posavac, E. J., & Carey, R. G. (1992). Program evaluation: Methods and case
studies. Englewood Cliffs, New Jersey: Preatice Hall.

Prilleltensky, I. (in press). Empowerment in mainstream psychology: Legitimacy,
obstacles, and possibilities. Canadian Psychology.

OBCIEP Consortium. (1993, March). Proposal to operate the Ontario Breast
Cancer Information Exchaunge Pilot Project. Toronto, Ontario.

Rappaport, J. (1981). In praise of paradox: A social policy of empowerment over
prevention. American Journal of Community Psychology, 9 (1) (pp 1-25).




76

Rappaport, J. (1987).Terms of empowerment/exemplars of prevention: Toward a
theory for community psychology. American Journal of Community Psychology.15 (2)
(pp 121-145).

Rappaport, J. (1993). Narrative studies, personal stories, and identity

transformation in the mutual help context. Joumal of Applied Behavioural Science, 29 (2)
(pp 239-256).

Reinharz, S. (1992). Feminist methods in social research, New York: Oxford
University Press.

Reissman, C. (1983). Women and medicalization: A new perspective. Social
Policy. 14 (1) (pp 3-18).

Rutman, L. (1977). Planning an evaluation study. In L. Rutman (Ed.),
Evaluation research methods: A basic guide (pp 15-39). Beverly Hills, California: Sage.

Serrano-Garcia, 1. etal. (1987). Towards a social-community psychology.
Jour.ial of Community Psychology (pp 431-446).

Scott, M. (1993, November). Palliative care for women with advanced breast
cancer; A role for the Canadian Cancer Society. Poster session presented by the National
Patient Services Committee, Canadian Cancer Society at the National Forum on Breast
Cancer (from National Forum on Breast Cancer Book of Abstracts, 1993, p 54).

Shinn, M. (1987). Expanding community psychology’s domain. American
Journal of Community Psychology. 15 (5) (pp 555-574).

Support, Networking and Advocacy sub-committee of the National Forum on
Breast Cancer. (1993, November). The national Forum on Breasi Cancer: Survey of
survivors. Paper drafted for the National Forum on Breast Cancer.

Vachon, M. L. S., Adair, W., Lancee, W., & Ghadirian, P. (1993, November).
The unmet needs of women living with breast cancer in Prince Edward Island, Manitoba
and Quebec. Oral presentation by Sunnybrook Health Science Centre and Toronto-
Bayview Regional Cancer Centre at the National Forum on Breast Cancer (from National
Forum on Breast Cancer Book of Abstracts, 1993, p 25).

Walsh, R. (1988). Current developments in community psychology in Canada.
Journal of Community Psychology. 16 (pp 296-305).

Weiss, C. H. (1983). The stakeholder approach to evaluation: Origins and
promise. In A. S. Bryk (Ed.), Stakeholder-bhased evaluation (pp 3-14). San Francisco,
California: Jossey-Bass.




77

West, P. J. (1993, November). A comparative study of the informational needs
of women with breast cancer after mastectomy and lumpectomy. Poscer session presented
by the Markham Stouffville Hospital and Hospice at the National Forum on Breast Cancer
(from National Forum on Breast Cancer Book of Abstracts, 1993, p 84).




78

APPENDIX 1

OBCIEP ORGANIZATIONAL CHART

/ EXECUTIVE COMMITTEE
1. Strategic Direction

e advise, evaluate, and
communicate
2. Meets every six weeks
3. Members
e breast cancer survivors from the
Advisory Panel

¢ Project Team members

/ N

ADVISORY PANEL / PROJECT TEAM
1

. Day to day operations
2. Meets every six weeks
3. Members

e 6 member multidisciplinary team

1. Strategic Direction
e advise and evaluate
2. Meets twice a year
3. Members
¢ breast cancer survivors
o family members
o stakeholder organizations

\ / WORK GROUPS
1. Struck as needed to provide strategic

direction fer a specific issue/initiative
2. Members
® breast cancer survivors
e Advisory Panel and Project
Team members
e community experts




APPENDIX 2

OBCIEP ADVISORY PANEL REPRESENTATION

* Breast cancer survivors/Familv members

eCancer Survivor Organizations

o Alliance of Breast Cancer Survivors

 Bayview Support Network

» Burlington Breast Cancer Support Services

* Grey-Bruce Breast Cancer Support Group

» Breast Cancer Support Group of Thunder Bay

* Peterborough Breast Cancer Support Group

* Breast Cancer Action Ottawa

* Breast Cancer Research and Education Fund (Ontario)
» Niagara Breast Cancer Support Group

* Sudbury and District Breast Cancer Support Group
» Breast Cancer Support Network for Ontario Project
» Canadian Breast Cancer Network

» Stakeholder Organizations

* Cancer Information Service

 Canadian Breast Cancer Foundation

» Canadian Cancer Society, Ontario Division

* Centre for Health Promotion, University of Toronto

» Community Hospice Association of Ontario

* Division of Epidemiology and Statistics (OCTRF)

* Grand River Hospital

« Hamilton Regional Cancer Centre

s National Council of Jewish Women

« Native Women’s Association of Canada

* Ontario Breast Screening Program

« Ontario Public Health

« Princess Margaret Hospital

* Volunteer Network - Ontario Breast Screening Program
» Wellspring

» Willow - Ontario Breast Cancer Support and Resource Centre
* Women’s College Hospital

* YWCA of Canada
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Spring 1985, Volume 1 issue 1

2lcome to the first edition of the Breast

Cancer Info Exchange - the official

publication of the Ontario Breast Cancer
Information Exchange Project (OBCIEP). The purpose
of this newsietter is to inform Ontarians about breast
cancer information activities across the province.
Specifically, this publication will highlight the initiatives of
the OBCIEP and its partner organizations.

For those readers who are unfamiliar with the OBCIEP, we
are one of five projects funded by Health Canada aimed at
improving access to information for women, their families
and health care professionals about a variety of concems
related to breast cancer. Funding was announced in
August, 1993 and the ronies were received in December,
1994,

The most important aspect of our Project is that all the
activities evolve from a breast cancer survivor perspective.
The Project’s direction is set by an Advisory Panel of which
over half of its members are breast cancer survivors and
family members. Their ideas about gaps in breast cancer
information are critical to the Project.

The Project’s focus is to not be a “front line” provider of
information about breast cancer. When we completed our
initial assessment of breast cancer activities (as described
on page 2), we quickly realized that many organizations
already existed in Ontario with a role in providing breast
cancer information. The major issue was that few of these
organizations worked closely together. Consequently, we
perceived that the best purpose for the OBCIEP was to
serve as a catalyst or a motivational centre for these
organizations to work cooperatively. We wanted to facilitate
access to information. By adopting this role, we hope it wilt
prevent duplication while eliminating any informational gaps.

The following pages will provide you with a better understanding
of the Ontario Breast Cancer Information Exchange Project, its
activities and partners. We hope you find this information
valuable. Please contact us if you have any questions,
concemns or comments; we welcome your feedback.

the inside news

Coordinating Breast Cancer
Information 2
¢ Database of Organizations with a
Role in Breast Cancer
o Multicultu.~ Focus
o Mii-Point Evaluation

Access to Information by
Women & Their Familties 3
» A Guide To Unconventional Cancer
Theraples
* What You Need To Know About
Breast Cancer Booklet
o Northemn Ontario Initiative

Access to Information by

Heaith Professionals 4
« Physicians
« Surgeons
o Nurses

Partner Profiles 5

o Cancer Infomation Service
* Breast Cancer Resaarch &

Education Fund (Ontario)
Provincial Resources and
Activities 7
Information Projects
Across Canara 8

<&

Breast Cancer Info Exchenge Is # qusrterty
newsletter of the Ontario Breast Cancer
Information Exchange Project (OBCIEP)
designed to Inform Ontarians sbout breast
cancer iidormation activities scross the
province  Funding for the OBCIEP is provided
by the Heakh Services Directorate, Health
Programs and Servicas Branch, Heaith Canada

Edrtor Natalie Parry

Contnbutors Pamais Chart, Margaret Fitch,
Ross Gray, Msriens Gresnberg, Nina Lows,
Desktop Publishing: James Tomiinson

/

2075 Bayview Avenue
Toronto, Ontario  M4N 3M5
Phone (416) 480-58¥9
Fax- (416) 480-8002

©1985 OBCIEP
Photocopying is permitied
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The Ontario Breast Cancer Information Exchange Project’s direction has been divided into
three themes: Coordinating Breast Cancer Information, Access to Information by Women and
Their Families, and Access to Information by Health Professionals. In the following pages, the
specific activities of the OBCIEP are described under their respective themes.

Database of Organizations with |
a Role in Breast Cancer |

ur first initiative was ‘
an assessment of
existing breast cancer

resources and activities in the
province. A survey was
conducted to identify the
organizations in Ontario which
were involved with breast
cancer and to determine their
role in the dissemination of
breast cancer information.

information they provide to their
clients. This information has |
been entered into an electronic -
catabase, and the Project plans |
to use it to develop regional i
directories in partnership with
local and partner organizations. |

Analysis of Breast Cancer
Information Gaps
One of the survey questicns
asked for the respondents’
perceptions of informational \
gaps regarding breast cancer. ,
A report is currently being |
written that summarizes the ;
responses and compares them ’
to informational needs identified |
by breast cancer survivors. ‘
This report, which will inciude !
l
|
|

The questionnaire was sentto a
variety of health and social service
agencies including hospitals, public
health units, community health
centres and community-based
organizatiors. Todate, 719
surveys have been distributed and
476 (66%) have been retumed. Of
the total retumed, 388 (82%)
indicated they have arole in
disseminating breast cancer
information.

recommendations for action, will
be completed by June, 1995
and distributed to the survey

Muiticultaral
Focus

Y he Advisory Panel
’ I swrongly recommended
that the Project identify

and respond to the informational
needs about breast cancer of

. different cultural communities.

Consequently, one of our
partners, the Scarborough
YMCA, hosted a community
consultation to which breast
cancer survivors from all
communities were invited.

" In small groups, issues of
+ availability and accessibility to

information about breast cancer

. were raised and possible

strategies to overcoming barriers
were suggested. Using the
information coliected, the
Multicultural Warking Group will
collaborate wit 1 OBCIEP partner
organizations to develop
strategies for improving access
to information about breast
cancer for different cultural

respondents.
The information collected
included a profile of the agency , groups.
and its activities and the
*’—

Mid-Point Evaluation

aving completed two years, the Project is currently conducting a process evaluation. The
purpose of the evaluation is to assess the Project's structure and activities and to make
future recommendations. Individuals connected with the Project will be interviewed during the

summer and a final report will be submitted October, 1935,

08CIEP 9

Spring 1995
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A Guide To Unconventional Cancer Therapies

reast cancer survivors on our Advisory

Panel told us they had to search hard for

information about unconventional therapies
They recommended that one of our first initiatives be
a resource on the topic. They, as well as traditional
and holistic health practitioners, were involved with
the decisions about the resource’s format and about
what information it should contain.

The book was launched in October, 1994 and, to
date, over 3,000 copies have been sold across
Canada and internationally. We attnbute this
positive response to the open-minded approach
we took to the topic.

The book describes more than 100 therapies,
their possible role in fighting cancer, impartant
issues specific to each therapy, their availability
and suggestions on where to find more information.
The information is provided without ether supporting
or rejecting any particular therapy,

An evaluation study of the Guide il soon be
underway. Individuals who purchased the Guide
will be contacted by mail and asked to compiete
a short survey with items related to satisfaction
with the Guide, how 1t has been used,
suggestions for improvements and impact on
decision-making Physicians' attitudes and use
of the Guide will also be examined in the future

14800 Yonge Street, Unit 106, Aurora,

What You Need To Know
About Breast Cancer Booklet
Services asked for assistance to update
and revise their excellent booklet entitled,

What You Should Know About Breast Cancer. We
organized a Working Group of breast cancer
survivors to spearhead the revision process and to
find ways to distribute the booklet more widely.

he Burlington Breast Cancer Support

This information booklet provides, from a breast
cancer survivor perspective, important information
on the nature of the disease, treatment options,
ways to navigate the cancer system and lists of
relevant books, organizations and resources.

A national focus has been achieved by collaborating
with the other regional Information Exchange
Projects, and through Health Canada's and Avon
Canada's financial support and leadership in the
distribution of the booklet,

By the fall, regionally-specific versions of the booklet
will be available in both English and French.

The Guide costs $10 plus shipping and handling. To order your copy, contact R & R Bookbar
Ontario L4G IN3 Telephone: (905) 727-3300 Fax: (905) 727-2620

Northern Ontario Initiative

orthern Ontario has been recognized as

an area where many breast cancer

informational gaps exist. Recognizing
that the expertise lies in the North, our Advisory
Panel agreed that an initiative based in Northern
Ontario would be the most appropriate

approach.

We solicited proposals for breast cancer
information projects from groups located in the
North. To be eligible for funding, the projects
had to respond to the informationai needs during
the first six months from when a women detects
a change in her breast, involve a partnership
between at least two groups and have
substantial participation of breast cancer
survivars In all aspects of the project.

Two creative projects were awarded a one-time
grant of $10,000 each—one from the Thunder
Bay region and the other from the Sudbury
region. Look for project details in the next
edition of the Breast Cancer Info Exchange

1
1
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Physicians

ur Advisory Panel
underscored the
important role family

physicians have in providing
information to their patients.
Yet, it is acknowledged that
they have neither the time
nor the capacity to review
and catalogue all available
information. Consequently,
the OBCIEP contracted
Insight Canada Research to
conduct a survey of family
physicians to determine their
informational needs, their
perspectives of their patients’
needs and preferred
strategies for accessing
information.

iona

By Health Care Profess

ion

Surgeons

high and varied.

reast surgeons are involved
in care during a critical period
when informational needs are

T

The results of the survey
were released in October,
1994. They indicated that
more physicians refer their
patients to their own
traditional information
sources such as medical
journais, textbooks and
professional consultations
rather than to organizations
who provide patient-
oriented materials such as
the Cancer Information
Service, Canadian Cancer
Society, Ontario Breast
Screening Program or
Regionai Cancer Centres.

This finding implies that it is
essential for the OBCIEP to
provide physicians with a
guide through the breast
cancer and benign breast
condition information labyrinth.
Specifically, the survey
respondents identified the
need for a source book and
access to a central database
of information to assist them in
identifying and eliminating
information gaps. The
OBCIEP plans to develop
such a guide as well as a
resource on benign breast
disease.

he contribution of the nursing profession is
' rich indeed. Through the spectrum of
disease, nurses are critically in touch with

not only the medical but also the practical and
emotional needs of patients.

Currently, little is known about their

Access To Informat

perspective of women's informational
needs. Consequently, a survey of
Ontario breast surgeons' perspectives
was carried out in April, 1995. The
results will be available shortly.

A Working Group, with representatives from a
variety of nursing backgrounds, has been struck to
investigate nurses’ breast cancer informational
needs through the spectrum of the disease.

To discover some of the new and exciting breast cancer initiatives
that are happening across Ontario, turn to page 6 for the listing of our
Aavisory Fanel Resources and Activities.

[THEME 11T

DBCIEP
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Cancer Information Service s, rauicia payme
755 Concession Street, Hamilton L8V 1C4 (905)387-1 153 or 1-800-263-6750 outside Hamilton

he Cancer Information
T Service (CIS) is dedicated
to hel-ing answer questions
about cancer and related issues.

Founded in 1985, the CIS is a joint
program of the Canadian Cancer
Sodety (Ontano Division) and the
Ontario Cancer Treatment and
Research Foundation.

From Hamilton, CIS provides province-
wide, biingual service through a toll-
free telephone number. All calls are
confidential and people can remain
anonymous if they choose.

CIS has information on every site of
cancer and rnore than 100 related
subjects. CIS also gathers
information about relevant
community resources and
programs to share appropriately.

In addition, CIS has a wide vanety
of written matenals which can be
mailed to the caller free-of-
charge. The computer database,
PDQ, and other databases are
accessed to provide people with
cancer-related information and
details about treatment in clinical
trals.

The OBCIEP's strategic direction is set by an Advisory Panel
comprised of breast cancer survivors and representatives of
stakeholder agencies. Below are profiles of two partner
organizations.

Since the CIS began, it has
spoken to more than 100,000
people. The most frequently
asked questions are about the
particular sites of cancer. The
site CIS is most often asked
about s breast cancer

CIS 1s staffed by oncology nurses
and other trained professionals
and volunteers working under
their guidance.

Breast Cancer Research and Education Fund (Ontario)

By Meryle Berge

he Breast Cancer Research
I and Education Fund
(Ontario) is a non-profit,

independent, charitable
organization dedicated to
promoting the advancement of
breast cancer research and
providing breast cancer education
and support services.

Incorporated in 1990, the Fund
established the Niagara Breast
Cancer Support Group in 1991
Both the Breast Cancer Fund and
the Support Group are survivor-

directed and have developed a
network of women living with
breast cancer.

Some of the services are:

+ an answering service

<+ emotional support through
meetings and peer counseling
< information and education by
means of a lending library
presentations, workshops and
seminars

+ networking and advocacy by
participation in national and
intemational conferences and

8 Pearl Ann Drive, St. Catharines L2T 3B3, (905)687-3333

through dissemination of
information surrounding breast
carcer issues,

The Fund's ‘rademark is Fight
Back! Stop It Before It Starts! As
pnmary prevention is one of the
main focuses, the environmental
links to breast cancer have been
given top priority. You are invited
to attend our International
Conference on Breast Cancer and
the Environment on November 3
and 4, 1995 at the Skyline Brock
Hotel in Niagara Falls

OBCIEP
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Listed below are our Advisory Fanel
member organizations with descriptions
of some of their activities and resources.
Contact them for more information.

Ontario Cancer Treatment and Research

{0 books, pamphlets = newsletter

& video 48 audio tape

*++ support groups and information presentations
= telephone support and information

Foundation 620 University Avenue, Toronto M5G 2L7
(416) 971-9800

Ontario Ministry of Health, Public Heaith Branch
15 Overea Boulevard, 15th Floor, Toronto M4H 1A3 (416)

PRoOvINCIAL AND NATIONAL ORGANIZATIONS

Canadian Breast Cancer Foundation
790 Bay Street, Suite 1000, Toronto M5G 1N8
416) 596-6773, 1-800-387-9816

Goilf Classic July 24, Awareness Day October 20,
Run for the Cure October 22
() BSE pamphiets in 9 languages, Resource
Handbook, Side By Side $3.00 +S&H

Canadian Cancer Society

Contact local CCS office

¥¥ Living With Cancer support groups, Reach To
Recovery one-to-one visiting, breast heaith
presentations by trained volunteers

Cancer information Service
755 Concession Street, Hamilton L8V 1C4
(905) 387-1153 or (800) 263-6750 (outside Hamiiton)

Community Hospice Association of Ontario
40 Wynford Drive, Don Mills M8S 1B3 (416) 510-3880

National Council of Jewistt Women
4700 Bathurst Street, Willowdale M2R 1W8
(416) 633-5100

Ontario Breast Screening Program (800) 668-9304

In addition to the 10 original OBSP sites, there are now
pilot affiliated sites in Cambridge, Guelph, Owen Sound,
Fembroke, Peterborough, Renfrew and Sault Ste,
Marie. Fourteen sites have received Canadian Assoc,
of Radiologists Mammography Accreditation while the
others are in the process of application.

327-7386

YWCA of Canada
276 Merton Street, Toronto M4S 1A9 (416) 487-7151

EASTERN ONTARIO

Breast Cancer Action

Billings Bndge Plaza, PO Box 39041, Ottawa K1H 1A1

(613) 736-5921

* support for patients, survivors and families, open
me<ctings, Make Waves aquatic program for women
wit1 cancer, Helping Yourself Master Stress $50-100
sliding scale, Young Women's Breast Health Project
0 Lymphedema: A Breast Cancer Legacy

&~ Surviving The Fear featuring breast cancer
survivors

Peterborough Breast Cancer Support Group
428 Cameron Street, Peterborough K9J 323
(705) 745-5479 or 799-5496
+¥ support group meetings for survivors, daughters
and mothers
telephone support
newsletter

CENTRAL ONTARIO

Breast Cancer Research and Education Fund (Ontario)
8 Pearl Ann Drive, St. Catharines L2T 383 (905) 687-3333
¥¥ Intemational Conference on Breast Cancer and
the Environment, November 3-4, Niagara Falls $30.

OBCIEP

Spring 1995
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Breast Cancer Support Network for Ontario Project
Burlington Mall, 777 Guelph Line, Burlington L79 3N2
(905) 634-2333

¥¥ Facilitator Training Workshop October 12-15
{1} Running A Self-Help Group for Breast Cancer

Burlington Breast Cancer Support Services
Burlington Mall, 777 Guelph Line, Burlington L79 3N2
(905) 634-2333

¥ support meetings, BSE presentations

« newsletter $15/year

Hamilton Regional Cancer Centre
Supportive Cancer Care Research Unit
McMaster University, HSC-3HS, 1200 Main Street West,
Hamilton L8N 3Z5 (905) 525-8140 ext 22860

NORTHERN ONTARIO

Northwestern Ontario Breast Screening Program
68 North Algoma Street, Thunder Bay P7A 423
(807) 343-1690 or 1-800-668-9304

information sessions on the mobile screening
service, musical play Bosom Buddies premiering Apnl
'96 chronicling the lives of 6 women in a support

group

Thunder Bay & District Breast Cancer Support
Group

(807) 345-3645 or 757-7226

¥ monthly support group meetings $20/month,
annual Luncheon of Hope in October

[ /'ve Found A Lump—Now What?

SOUTHWESTERN ONTARIO

Darlene Betteley
154 Brandon Avenue, Kitchener N2M 2J5 (519) 743-8465

¥¥ helps women one-to-one in her home, speaks at
women's groups
8 Quality of Life lecture, 1994

Kitchener-Waterloo Hospital

835 King Street West, Kitchener N2G 2G3 (519) 743-4300
(1) Breast Cancer Resource Library for anyone in the
community affected by breast cancer

e ——

MeTROPOUTAN TORONTO

Alliance of Breast Cancer Survivors

20 Eglinton Avenue West, Box 2035, Sutte 1106
Toronto M4R 1K8 (416) 487-9899

¥F support network for women and their families,
Women's Mobilization on Breast Cancer inthative
= telephone support

1) beok ard tape library

« newsletter

Bayview Support Network

2075 Bayvrew Avenue, Toronto M4N 3M5 (4 16) 480-6898
¥¥ survivor and caregiver support groups, open
meetings for members and public

« telephone peer support line

" Been There {(members $16, non-members $20)
«3 cassette (non-members $6)

« newsletter

Centre for Health Promotion
100 College Street, Sutte 207, Toronto M5G 1L5

Princess Margaret Hospital
500 Sherboumne Street, Toronto M4X 1K3 (416) 924-0671
«* Breast Self-Examination $5 + $10 S&H

Toronto-Sunnybrook Regional Cancer Centre
Sunnybrook Health Science Centre

2075 Bayview Avenue, Toronto M4N IM5 (416) 480-46G2
(L} Community Cancer Resource Guide for Greater
Toronto Area. Send a chrque for $5 to the above
address c/o Health Promotion

Women's College Hospital

76 Grenville Street, Toronto M5S 182 (416) 323-6400
%4424

+ support group and educational sessions

1) Bengn Breast Disease

#3 Breast Cancer Relaxation

Wellspring
81 Wellesley Street East, Toronto M4Y 1HG
{416) 961-1928

YMCA of ureater Metropalitan Toronto
Contact Membershin Director at any YMCA

+ manthly clinics on various health 1ssues
throughout Toronto, cost inci in membership fee

OBCIEP
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Information Projects Across Canada

The Ontario Breast Cancer Information Exchange Project is only one of five Pilot Frojects across the country
funded by Heaith Canada. All are mandated to improve access to breast cancer information but each Froject’s
activities differ as they are based on regional needs. Below is a brief description of eact Froject.

Atlantic Breast Cancer Information Project Breast Cancer Info Link, Prairies/NWT

1 Rochford Street, Suite 1, Charlottetown, PEI C1A 3T1 331-29 Street NW, Calgary, AB T2N 4N2

Telephone: (902) 892-9531 Fax: (302) 628-8281 Telephone: (403) 670-2113 Fax: (403) 283-1651
Project Coordinator: Tamara Casebolit Project Coordinator: Joanne Pawelek

Some of the key activities include the development of an A lot of time has been spent consuiting and connecting
electronic database of breast cancer information and the with the: community. Future initiatives include the
production of a national pamphiet entitled, Breast Cancer: development of a breast cancer resource manual, an
Question You Might Want to Ask. educaticnal program for aboriginal women, and a video

supporting women with breast cancer,

Quebec Breast Cancer Information BC/Yukon Breast Cancer Information Project
Exchange Network 565 West 10th Avenue, Vancouver, BC V5J 4J4

3840 rue Saint-Urbain, Montréal, QC H2W 178 Telephone: (604) 8724400 Fax: (604) 879-9267
Telephone: (514) 843-2930 Fax: (514) 843-2932 Project Coordinator: Jennifer Bradbury

Projact Coordinator: Isabelle Trépanier

The Network's first priority is to encourage The major focus has been the expansion and
professional and community involvement through marketing of the existing 1-800 Cancer Information
regional community consultations and a symposium Line, Other activities include the aevelopment and
on the breast cancer situatior in Quebec, They will distribution of information teaching packages to 22
also be creating a resource directery and supporting First Nations' community health representatives.
numerous regianal activities, They also have conducted a study to defermine the

informational needs of women in their region.

OBCIEP
: 2075 Bayview Avenue
North York, ON M4N 3M5

oBCIEP @ Spring 1995
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information from your Project Coordmator

May 10 1996

Well, it's time for another Nat Pak (lovingly labeled by Sandra at the last Advisory Panel
meeting)!!!

Many information pieces have crossed my desk since the meeting including news from
the following organizations:

Willow

BC & Yukon Breast Cancer Information Project

Canadian Breast Cancer Research Initiative

DES Action Canada (They have a new breast cancer resource: available,
written by Sharon Batt.)

Breast Cancer Support Network for Ontario Project

Wellspring

National Cancer Institute

e« & &

Also included 1s information about a new group called Frontrer: Breast Cancer Fund |
have talked with the Director, Marty Chnstie, and she stated that she would like to work
with other breast cancer organizations. She may have already contacted your group  If
you have any additronal information about them or suggestions how we could work
together, please let me know.

| have also enclosed a letter from a woman who Is a Medical Make-Up Specialist
Together with her business partner, she does free preseritations entitled, The Realty of
Cosmetic Enhancement, to support groups and health professionals

Finally, | copied a review of A Guide to Unconventional Cancer Therapies from the
Pediatric Oncology Group of Ontario News In no uncertain terms did they like our
book. Their comments are very interesting and lead me to the conclusion that they did
not understand the purpose of why we wrote it. Oh well. we can't be liked by everyone!

That's all for now Enjoy your reading. Don't forget, if there 1s anything you would like
me to share with the other Advisory Panel members, just send it to me and | will nclude
it in the next Nat Pak.
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As linformed you earlier, the OBCIEP did not support the proposal from the Atlantic
Project to establish a national web site on the Internet However, we have been very
fortunate to hire Elijah Beckford through Employment Canada's Job Strategy,
collaboration with the Toronto-Sunnybrook Regional Cancer Centre, to establish our
own web site,

When Elijah first came on board, | circulated a survey asking what Advisory Panel
members thought should be mounted on the web site  (Thanks to everyone whn
responded.) Based on the feedback received and discussions with Eljah, we have
developed an outline, illustrated below.

Elijah and | would welcome (and strongly encourage) further feedback and
suggestions.

OBCIEP
Home Page
1 1 1 I
Background List of Breast Help/ Info Links to Other
Iinfo about Cancer Map of Exchange Breast Cancer
OBCIEP and Organizations OBCIEP Web Sites
its Activities Web Site
— N —
Issues of Link to Activities
Newsletter Unconv’l and Events Resources
Guide
f eee———
Developing Evaluation/
initiatives Feedback

The Info Exchange web page will be the most exciting section. Two interactive forums
will be established where people can post information about breast cancer resources
and activities. Another forum will be established were users can ask for feedback about
initiatives they are currently developing (i.e., Do materials already exist on this topic?
Would other organizations like to collaborate?). An evaluation form wil} also be
incorporated into this section of the web site where people can provide comments about
the web site, the OBCIEP and its activities.

Barring any technical difficulties, we hope to have this site up and running by the Fall.
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INTERVIEW GUIDE

Could you tell me about your involvement with the Ontario Breast Cancer
Information Exchange Project?

How did you get mvolved with the Project?
How long have you been on the Advisory Panel?
Besides the AP, have you been involved in other aspects of the

Project?

Who do you perceive you speak for and/or represent on the Advisory
Panel?

In your opinion, what is the OBCIEP designed to accomplish?

Could you tell me about the audiences reached by the Project?

In your opinion, are there other audiences that should be reached by
the Project, who currently might not be reached? Explain.

Do you have any suggestions on how this would be best
accomplished?

Regarding the objeciives of the OBCIEP

What are your thoughts and feelings about these objectives?

In your opinion, are there factors which hinder the progression towards the
Project objectives? Explain.

In your view, is the Project making sieady progress towards its objectives?
Explain.
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Regarding the principles of the OBCIEP

10.

11.

What are your thoughts and feelings about these principles?

In general. do you feel that these principles are practised within the
OBCIEP? Explain.

Do you have any suggestions about how the practising of such

pruiciples might be further improved”?

Survivor inpu. is scen as an important aspect of the Project's functioning.

What are your thoughts and feelings about the survivor input within the
OBCIEP?

Do you have any suggestions for improvement regarding the

survivor input issue?

The Advisory Panel is charged with setting the strategic direction for the
OBCIEP? What are your thoughts and feelings about the Advisory Panel's
contnbutions within/to the Project?

Do you feel involved m the decision making processes”? Explamn

Do you have any suggestions for facilitating more involvement with

the Advisory Panel?
What are your thoughts and feelings about the semi-annual Advisory Panel
meeting format?

Do you find these meetings useful and informative? Explain

In your opinion, what are the high-points of the meetings”

In your opinion, what are the low-points of the meetings”

What do you think about the Saturday schedules?

Do you have any suggestions for change?

Do you feel in touch with what 1s happening with the Project at the
AP meetings? Explain.
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Do you have any suggestions on how this sense of "keeping
touch" might be fostered with the Advisory Panel?

The Advisory Panel is comprised of a number of people who are either
breast cancer survivors, family members, and/or persons active within
organizations dedicated to various aspects of breast health. Could you speak
about how your involvement with the OBCIEP has influenced your

(and your organization's) work in breast cancer?

Has the Project influenced networking in any way? Explain.

Has the Project facilitated awareness-raising regarding other
mdividuals and/or organizations involved in breast cancer? Explain

The OBCIEP is comprised of three primary bodies: the Project Team, the
Advisory Panel, and the Executive Committee. What are your general

impressions of the ways in which communication ;s achieved between these
bodies?

As an AP member, do you feel connected to the Project in the
time period between AP meetings? Explain.

The Executive Committee was formed in order to link the Project
Team with the Advisery Panel and survivor perspective In your
opinion, has this been useful? Explain.

What are your thoughts and feelings about how the Project Team
communici.es with the Advisory Panel members? Explain.

Do you have any suggestions about how communication between
all bodies might be further improved?

Regarding the acvities in Themes L I, and IHI

15.

16.

What are your thoughts and feelings about the activities in each of the
Project Theme areas?

In your view, do the Project activities help the Project to meet its
objectives?



17.

18.

19.

20.

21.

22.

Rel
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APPENDIX 4d
Do you have any ideas or suggestions about future activities that the Mroject

might undertake?

Overall, what kind of contribution do you feel the OBCIEP has made to
breast cancer?

To date, the Project has concentrated on the first six months following the
detection of a mass in the breast. In your opinion, which general direction
could the Project take in the future?

In your view, what do you think should happen with the Project at the end
of the Health Canada funding period?
Do you feel the project should continue? Explamn

If ves,
What should the Project do, i your opinion?

How does it feel to be involved with the OBCIEP?
What else should I have asked you about the processes of the Ontario
Breast Cancer Information Exchange Project?

Are there any other comments you would like to make about the

Project, its structures, or activities - anything that I did not cover n
the interview?
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APPENDIX 5

INTERVIEW GUIDE (HEALTH CANADA)

1. Could you tell me about your involvement with the Ontario Breast Cancer
Information Exchange Project?

In your view, what 1s Health Canada's role in the Project?

2. In your opinion, what is the OBCIEP designed to accomplish?

3. Could you tell me about the audiences reached by the Project?

In your opmion, are there other audiences that should be reached?
Explam.

Do you have any suggestions on how this would be best
accomplished?

Regarding the objectives of the OBCIEP

4. What are your thoughts and feelings about these objectives?

n

In your opinion, are there factors which hinder the progression towards the
Project objectives? Explain.

6. In your view, is the Project making steady progress towards its objectives?
Explain.

Regarding the principles of the OBCIEP

7. What are your thoughts and feelings about these principles?

Do you feel that these principles are practised within the OBCIEP?
Explain.

Do you have any suggestions about how the practising of such
principles might be improved?



10.

11.

12.

13.

APPENDIX 5b

Survivor input is seen as an important aspect of the Project's functioning.
What are your thoughts and feelings about the survivor input within the
OBCIEP?

Do you have any suggestions for improvement regardmg this 1ssue”
The Advisory Panel is charged with setting the strategic direction for the

OBCIEP? What are your thoughts and feelings about the Advisory Panel's
contributions to the Project?

Having had the opportunity to attend an OBCIEP Advisory Panel meeting,
what are your thoughts and feelings about the semi-annual Advisory Panel

meeting format?

Do you find these meetings useful and mformative” Explain

In your opinion, what are the high-pomts of these meetings”

In your opinion, what are the low-pomts of these meetings”
Do you feel in touch with what is happening with the Ontario Project?
Explain.
The Advisory Panel is comprised of a number of people who are either
breast cancer survivors, family members, and/or persons active within
organizations dedicated to various aspects of breast health. Could you speak
about how your involvement with the OBCIEP has influenced your
(and your organization's) work in breast cancer?

Has the Project influenced networking mn any way? Explam

Has the Project facilitated awareness-raising regarding other
mdividuals and/or organizations involved in breast cancer? Explam

What are your general impressions of the ways in which communication is
achieved between the OBCIEP and Health Canada?

Do you have any suggestions about how communication between
these bodies might be further improved?



96

APPENDIX 5¢

Regarding the activities in Themes I, II, and IH

14.

16.

17.

18.

19.

20.

21.

What are your thoughts and feelings about the activities in eack of the
Project Theme areas?

In your view, do the Project activities help us to meet the Project
objectives?

Do you have any ideas or suggestions about future activities that the Project
might undertake?

Overall, what kind of contribution do you feel the OBCIEP has made to
breast cancer?

To date, the Project has concentrated on the first six months following the
detection of a mass in the breast. In your opinion, which general direction
should the Project take in the future?

In your view, what do you think should happen with the Project at the end
of the Health Canada funding period?

Do you feel the project should continue? Explamn.
If ves,
What should the Project do, m your opinion?

What are your thoughts and feelings about Health Canada role in funding
collaborative, stakeholder-driven projects such as the OBCIEP?

What else should I have asked you about the processes of the Ontario
Breast Cancer Information Exchange Project?

Are there any other comments you would like to make about the
Project. its structures, or activities at this time?



APPENDIX 6

OBCIEP INTERVIEW SUMMARY PAGE

The Project operates according to the following objectives:

« to facilitate easy access to Ontarians to state-of-art, user-friendly
informafion regarding breast cancer and other breast concems

* to serve as a catalyst for cooperative activity regarding exchange of
information about breast cancer and other related ce ncems

« to fill identified gaps, when appropriate, in collaboration with OBCIEP
partners

The Project operates according to the following principles:

» The Project is survivor-driven.

* AP sets the strategic direcfion for the Project activities.

» The AP has Ontario-wide representation.

e The Project is a catalyst for organizations involved in breast cancer
information exchange, rather than a front-line service provider.

» Access to information is not restricted.

ACTIVITIES TO DATE

Theme I: Coordinating Breast Cancer Infcrmation

+ Creation and maintenance of a database of organizations with a role in breast
cancer and the information materials they provide

¢ Analysis of breast cancer information gaps

e Commu .ty consultation regarding ethnocultural issues.

« Production of a newsletter distributed province-wide.

Theme II: Access to Information by Women and their Families

¢ Publication of a book on unconventional cancer therapies

» Request for proposals to fund activities that respond to information
needs in Northem Ontario

« Partnership with the Burlington Breast Cancer Support Services and
the other regional Pilot Projects to revise and update the "What you
need to know about Breast Cancer” bookleT

Theme III: Access to Information by Health Professionals

e Survey and report of family physicians' information needs and perceptions of
their patients' needs about breast cancer 2nd benign breast disease

¢ Survey of surgeons' perceptions of their patients' informational

needs regarding breast cancer and benign breast disease

* Survey of nurses' information needs and perceptions of their

patients' needs about breast cancer and benign breast disease
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APPENDIX 7
Joumal Entries and Personal Reflections

1t would be interesting to ask more questions about views on survivor input from
survrvors and non-survivors working within breast cancer stakeholder organizations.
One member expressed resentment about feeling excluded from some activities etcetera
because she wa. “lucky enough not to have breast cancer”.

Regarding Julian Rappaport’s reference to “professional experts as leaders ”- I wonder
how m:_ch effect my socialization has affected how I view the Project and who 1 see as in
charge? I compiled a list of positive comments made by Advisory Panel members to give
to the Project Team because they seemed to be overburdened by their workload.

The breast cancer survivors on the Advisory Panel are there as representatives of therr
orgwzations. It is not always clear whether or not these women are speaking for
themselves as individuals or for their agency. It is also unclear how and what
nformation is brought from the OBCIEP to respective agencies. It would be interesting
to explore this further. Also, note that my Llief is that the individual voice of the
survivor is intrinsically important, but the objectives of the Project require that women
be representatives of a larger group in order to maximize information diffusion.

A guote from one survivor was “You can work with breast cancer until you are living it
and eating it”. The intensity of the subject matter was Inspiring at times, and exhausting
at other times for me.

There are a lot of practical issues that have to be studied in order to learn from these
kinds of consumer and professional run organizations. Each group has its own way of
doing things and its own language. Communication is key and it may not come
naturally. Iwonder if within the Project the consumers stili ultimately defer to the ideas
of “professionals” even though they have input into the direction of initiatives? 1
wonder if the professionals within these kinds of organizations find it time consuming t
deal with lay people?

Can true advocacy/social change initiatives be JSunded by the government?

Can a five year allotment of “seed” money to fund Information Exchange Projects be
Interpreted as a true commitment to breast cancer on the part of tiie government/or is it

a panacea?

Does an emphasis on prevention for breast cancer contriby:z *n the concept of “blaming”
the vietim”’?

How can we as women benefit from the Ppositive aspects of a novel approach such as the
OBCIEP and use it to as a springboard to a movement that promotes, and a society that
values ,the inclusion of consumers ’ voices in health care decisions?
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OBCIEP MATRIX KEY

SURVIVOR

yes * person identified as breast cancer survivor
no * not a breast cancer survivor

AP MEMBER

yes « member of the OBCIEP Advisory Panel

no * not a member of the AP

EC MEMBER

yes * member of the OBCIEP Executive Commuttee
no * not a member of the EC

REP CAPACITY (defr): The interviewee's perception of whom they represent on the
OBCIEP Advisory Panel. Based on the response to "Who do you percerve you speak for
and/or._ represent _on_the Advisory Panel?". May or may not be the same as their official
representation capacity.

stakeholder org * represents a breast cancer stakeholder orgamzation
*» may be connected to more than one support group
* represents a breast cancer support group

stk org & support grp * represents both a breast cancer stakeholder organization and a
breast cancer support group

non-stkhldr org * represenis an orgamizalion whose mandate does not mclude
breast cancer issues
individual rep » represents herself

family member * represents family members affected by breast cancer
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INITIAL INVOLVEMENT (defn): Interviewee's perception of how they first became
imvolved with the OBCIEP

mvited to RFP o member uniated to assist in developmg the proposal submitted
from T-SRCC to Health Canada to house the Ontario Breast
Cancer Information Exchange Pilot Project

invited to AP o member mvated to sit on AP after project awarded to 1-SRCU

sent by org « member sent by thew organization to be a representative for thut
organization on the OBCIEPP Advisory Panel
« mcludes members who have replaced previous reps

mconclusive » unable to deternune from nterview dutd

HOW LONG ON AP (defn): Interviewee's assessment of how fong: they have been involved
with the Project

"x years" o the numerical amount of time the member has been mvolved with
the Project

beginning,inc RFP « nvolved during proposal development, -2 - years

beginning, after RFP o imvolved smce the commencement o Project, 27 years

# OF AP MTGS ATTENDED (defn): ‘The number of AP meetings attended by the
interviewee. Based both on self-disclosure and interviewer deduction. The actaal number of
meetings attended appears in brackets.

nb. "?" = cannot tell fiom interview how many meetings have been attended

INVOLVED IN OTHER ASP. (def): Whether or not the member is involved with aspects
of the Project other than the AP. Based on the response to the question "Besides the AP, are
you irvolved with any other aspects of the Project””.

1o » 1mvolved only with the Advisory Panel

WG-"x" e nvolved in a specific workgroup

other-"x" « involved in another aspect of the Project’s functioning
EC s involved with the Executive Comnuttee

CLEAR RE: MANDATE (defn): Whether or not the interviewee was clear about the
OBCIEP mandate. Based both on self-disclosure and interviewer deduction. Clarity of mandate
would involve reference to the Project as providing access to information about breast cancer/
benign breast disease to women, families and health professionals. Based on the response to
the question "In your opinion, what is the OBCIEP designed to accomplish?".
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CLEAR RE: MANDATE (... cont'd)

yes * interviewer deduction that the interviewee is clear about the
OBCIEP mandate based on their indication that the Project is a
vehicle to provide access to info about bc/bbd.

no(SA) « interviewee indicated he/she is uncicur about the OBCIEP
mandate
no(ID) * interviewer deducted that the interviewee was unclear about the

OBCIEP mandate based on no reference to the Project as a
vehicle to provide access to information about be/bbd

partial * interviewer deducted that the interviewee was neither entirely
clear or entirely unclear about the OBCIEP mandate.
See"MANDATE COMMENTS" for elaboration.

inconclusive * unable to deduct from interview data

MANDATE COMMENTS (defn): Interviewee comments about the OBCIEP mandate.
May include mandate comments from the text of the interview.

MANDATE CONCERNS (defr): Interviewee comments about the concerns that they have
about the OBCIEP mandate.

SUPPORT MANDATE (defn): Whether or not the member supports the OBCIEP mandate
of providing access to information about bc/bbd.

yes * interviewee clearly indicates that he/she supports mandate

no(SA) * interviewee clearly indicates that he/she does not support
mandate

no(ID) * interviewer deducted that he/she does not support the mandate

mnconclusive * unable to deduct from interview data

CLEAR RE: AUDIENCE (defn): Whether or not the interviewee was clear about the
OBCIEP's intended audience. Clarity of audience would include reference to women, families,
and health care professionals. Based on response to the question "Could you tell me about the
audiences reached by the Project?”.

yes * member is clear about the OBCIEP's intended audiences.
Mentions women, families, and health care providers.
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CLEAR RE: AUDIENCE (... cont'd)

no(SA) » member indicates that he/she is not clear about the OBCIEF
audiences.

no(ID) * interviewer deducted that the member is not clear about
audiences based on no reference to women, families, or health
care providers.

partial * member makes reference to one or two of the ntended audience,
but not all three.

mconclusive » unable to deduct from interview data.

AUDIENCES MENTIONED (def'n): Indicates the audiences mentioned by the mterviewee
as those reached by the Project. Comments taken form text.

OTHER AUDIENCES (defn): Indicates the audiences that the terviewee felt should be
reached by the OBCIEP. Based on the response to the question "/n your opruon, are there
other audiences that should be reached that cuyrently might not be reached by the Project?".
Comments taken form mterview text.

COMMENTS (defn): Interviewee comments regarding the OBCIEP objectives.’ Based on
the response to the question "What are your thoughts and feelings about these objectives?".

SUPPORT OBJECTIVES (defn): Whether or not the interviewee supports the OBCIEP
objectives.”

yes(SA) » interviewee states clearly that he/she supports the OBCIEP
objectives
yes(ID) « interviewer deducted that the member supports the objectives.

! Interviewees had a summary sheet for reference during the interview which outlines the Project
objectives, principles, and activities to date, by Theme area.

% The OBCIEP objectives include:

*to facilitate easy access to Ontarians to state-of-art, user-friendly information regarding
breast cancer and other breast concerns

sto serve as a catalyst for cooperative activity regarding exchange of information about
breast cancer and other related concerns

~to fill identified gaps, when appropriate, in collaboration with OBCIEP partners.
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SUPPORT OBJECTIVES (... cont'd)

no(SA) * interviewer clearly indicates that he/she does not support the OBCIEP
objectives
no(ID) » interviewer deducts that member does not support objectives

inconclusive e« cannot deduct from interview data

ORJECTIVE CONCERNS (def'n): Specific concerns about the OBCIEP objectives
mentioned by the interviewee.

HINDERING FACTORS (@efn): Factors identified by the interviewee as those which may
hinder the Project's progression towards its objectives. Based on response to the question "/n
Your opinion, are there factors which hinder the progression towards the Project objectives?".

STEADY PROGRESS (defr): Whether or not the respondent feels that the Project is
making steady progress towards its objectives. Based on the response to the question "In your
view, is the Project making steady progress towards its objectives?",

yes * interviewee indicates that he/she feels steady progress is being
made towards the OBCIEP objectives.

Yes (Q) * qualified yes. See OBJECTIVES COMMENTS for clarification

don't know * interviewee unsure whether or not steady progress is being made

COMMENTS ON PRINCIPLES (defn): Interviewee comments regarding the OBCIEP
principles. Based on the response to the question "What are your thoughts and feelings about
these principles?”® ref to survivor-driven, ref to AP sets strategic direction, ref to Ontario-

wide representation, ref to catalyst rather than front-line, ref'to access to info is not restricted-
in response to the fore-mentioned question.

* OBCIEP principles include:
eThe Project is survivor-driven
*AP sets the strategic direction
*The AP has Ontario-wide representation
*The Project is a catalyst for organizations involved in breast cancer information exchange,
rather than a front-line service provider
*Access to information is not restricted
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COMMENTS ON PRINCIPLES (... cont'd)

yes (+) * a positive refererice made to the principle

ves (-) * a negative reference made to the principle

yes (+-) * a neutral reference made to the principle

yes * a reference to the priziciple, inconclusive whether + .-, or +-
no * no reference to the principle

SUPPORT PRINCIPLES

yes(SA) « interviewee clearly indicates support for OBCIEP principles
yes(ID) * interviewer deducted that interviewee supports principles
yes(Q) * qualified yes. See PRINCIPLES COMMENTS for clarification
inconclusive * cannot assess from interview data

FEEL THEY ARE PRACTICED (defn): Whether or not mterviewee feels the principles
are practiced within the Project. Based on the response to the question Do you feel that these
principles are practiced within the OBCIEP?".

yes « interviewee feels principles are practiced within the Project.

yes(Q) » qualified yes. Comments added.

no « Interviewee does not feel the principles are practiced within the
Project.

mconclusive * cannot assess from interview data.

don't know « interviewee indicates he/she does not know whether or not
principles are practiced within the Project.

DN(Q) « interviewee indicates he/she does not know if principles are
practiced and adds comments.

SURVIVOR INPUT COMMENTS (def’n): Interviewee comments about the survivor input
within the OBCIEP. Based in part” on the response to the question “Survivor input seen as an
important aspect of the Project’s functioning. What are your thoughts and feelings about the
survivor input within the CBCIEP?".

% As with other categories, pertinent data is taken from comments made throughout the entire
interview,
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AP STRATEGIC DIRECTION (defr): Whether or not the interviewee feels the OBCIEP
Advisory Panel sets the strategic direction for the Project. Based m part on the response to the
question "The Advisory Panel is charged with setting the strategic direction for the OBCIEP.
What are vour thoughts and_ feelings about the Advisory Pamel's contributions to the

Project?”.

yes(SA) * interviewee clearly indicates thai he/she does feels that the AP
sets the strategic direction for the Project.

yes(ID) « interviewer deducted that the interviewee feels that the AP sets
the strategic direction.

no(SA) « interviewee clearly indicates that he/she does not feel that the AP
sets the strategic direction for the Project.

no(ID) » interviewer deducted that the interviewee feels that the AP does
not set the strategic direction.

don't know * inferviewee indicates that he/she is not sure whether or not the
AP sets the strategic direction.

imconclusive « inconclusive form interview data

COMMENTS (def'n): Interviewee comments regarding the OBCIEP Advisory Panel

FEEL INVOLVED IN DECISIONS (def'r): Whether or not the interviewee feels involved
in Project decisions. Based on the response to the question "Do you feel involved in the
decision making processes?".

yes « interviewee indicates he/she feels involved in decisions.

yes(Q) * Qualified yes. Comments added.

no * interviewee indicates that he/she does not feel invoived in
OBCIEP decision making.

no(Q) * Qualified no. Comments added.

AP MEETINGS COMMENTS (defn): Interviewee comments about OBCIEP Advisory
Panel meetings. Based on the response to the question "What are your thoughts and feelings
about the semi-annual Advisory Panel meeting format?".

USEFUL AND INFORMATIVE (defn): Whether or not the member finds AP meetings
useful and informative. Based on the response to the question "Do vou find these meetings
useful and informative?". Comments added as necessary.
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USEFUL AND INFORMATIVE (... cont'd)

yes » interviewee feels AP meetings are useful and mformative
no « interviewee does not feel AP meetings are useful & mformative

HIGH POINTS (defn): Interviewee comments about the high points of AP meetings. Based
on the response to the question_"/n your opinion, what are the high points of the meetings”".

LOW POINTS (defn):. Interviewee comments about the low pomts of AP meetings. Based
on the response to the question "In your opimion, what are the low points of the meetings”"

SATURDAYS (defn): Interviewee comments/feelings about AP meetings being held on

Saturdays. Based on the response to the question_"What do you think about the Saturday
schedules?".

IN TOUCH AT AP MEETINGS (defn): Whether or not interviewee feels in touch with
what is going on with the Project at the semi-annual Advisory Panel meetings. Based on the
response to the question "Do you feel in touch with what is happening with the Project at the
AP meetings?".

yes « interviewee indicated that he/she feels in touch with OBCIEP at
AP meetings.

no « interviewee indicated that he/she does not feel in touch with
OBCIEP at AP meetings.

Yes (Q) * qualified yes. Comments added.

No (Q) » qualified no. Comments added.

don't know « interviewee unsure.

EC COMMENTS (defn): Interviewee comments/feelings about the OBCIEP Executive
Committee.
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NETWORKING (defn): Whether or not the interviewee feels that his’her involvement with
the OBCIEP has contributed to networking. Based on the response to the question "Has the
Project influenced networking in any way?”.

yes « interviewee feels Project has mfluenced networking
no « interviewee does not feel Project has influenced networking

AWARENESS-RAISING (defn): Whether or not the interviewee feels that hisher
volvement with the OBCIEP has contributed to breast cancer awareness-raising. Based on the
response to the question "Has the Project facilliated awareness-raising regarding_other
individuals and/or organizations involved in breast cancer?”.

yr « interviewee feels Project has influenced awareness-raising
no « interviewee does not feel Project has influenced awareness-
raising

SEE EC AS USEFUL (defrn): Whether or not the mterviewee sees the OBCIEP's Executive
Committee as a usefil organizational body. Based on the response to the question Zhe
Executive Committee was formed in order to link the Project Team with the Advisory Panel
and survivor perspective. In your opinion, has this been useful?",

yes o interviewee feels EC is a useful body within the OBCIEP

no « interviewee feels EC is not a useful body within the OBCIEP
yes(Q) » qualified yes. Comments added

n0{Q) » qualified no. Comments added

don't know s interviewee unsure whether or not EC is useful within the
OBCIEP

COMMUNICATION WITH STAFF (def'n). Interviewee comments about communication
with OBCIEP staff. Based in part on the response to the question "What are your thoughts
and feelings about how the Project Team Communicates with the Advisory Panel members?",

THEME I GENERAL COMMENTS (defnj: Interviewee's general comiments about
Theme I activities, etcetera. Based in part on the response to the question_"What are your
thoughts and feelings about the activities in each of the Project Theme areas?". ref to
database, refto info gap analysis, refto ethnocultural consultation, ref'to newsletter

yes « interviewee makes a reference to the activity.
no * interviewee does not make reference to the activity
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THEME II GENERAL COMMENTS (defn): Interviewee's general comments about
Theme I activities, etcetera.”What are your thoughts and feelings about the activities m each

of the Project Theme areas?". ref to unc. ther. book, ref to rfp northem, ref to BBCSS
booklet

yes * interviewee makes a reference to the activity
no » interviewee does not make a reference to the actnity

THEME IOI GENERAL COMMENTS (defn): Interviewee's general comments about
Theme HI activities, etcetera. "What are your thoughts and feelings about the actnities in
each of the Project Theme areas?”. tef to physicians' survey, ref to surgeons' survey, ref to
nurses' survey

yes « interviewee makes a reference to the activity
no « interviewee does not make a reference to the actnity

HELP TO MEET OBJECTIVES (def'n): Interviewee feels the Project activities help the
Project to meet its objectives. Based on the response to the question "/n_your view, do_the
Project activities help the Project to meet its objectives?".

yes s interviewee feels activities help the Project to meet its objectives

no « interviewee feels activities do not help the Project to meet its
objectives

don't know * inferviewee unsure whether or not activities help Project to meet its
objectives

OVERALL CONTRIBUTION (defn): Interviewee's assessment of the Project's overall
contributions to breast cancer. Based on the response to the question "Overall,_what kind of
contribution do vou feel the OBCIEP has made to breast cancer?”,

CONTINUATION COMMENTS (defn):  Interviewee comments regarding the
continuation of the OBCIEP beyond the five year Health Canada funding period. Based on the
response to the question "Jn your view, what do you think should happen with the Project at
the end of the Health Canada funding period?".
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PERSONAL FEEL SH. CONTINUED (def#): Whether or not the interviewee feels the
Project should continue. Based on the response to the question "Do you feel the Project should
contirme?!.

yes » nterviewee feels OBCIEP should continue beyond Health
Canada funding period

no * interviewee does not feel OBCIEP shouid continue beyond
Health Canada funding period

don't know * mterviewee wisure/unable to assess whether or not he/she feels

OBCIEP should continue beyond Health Canada funding period

FEELS TO BE INVOLVED (def’n): Interviewee brief comments about how it feels to be
involved with the Project. Based on the response to the question "How does it feel to be
mvolved with the OBCIEP?",
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