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Abstract

This qualitative research study focuses explicitly on understanding the experiences and perceptions
of urban Aboriginal women living with HIV/AIDS. Stigmatizing attitudes and language have serious impacts
upon the lives of HIV-positive Aboriginal women. The ways our society presently addresses the women
needs to change. With the insights and assistance of four Aboriginal women living with HIV, this project
adds to the presently sparse qualitative literature in this research area. Current research indicates that
there are many factors associated with urban Aboriginal women being at higher risk for infection and lower
physical and mental health, such as race, socio-economic conditions, isolation, oppression and violence,
family history, substance abuse, discrimination, and often the responsibilities of childrearing. However,
current research analysis and presentation is insufficient, and more in-depth questions arise.

Material was collected using semi-structured, open-ended questioning conversations with the
participants. Two guiding research questions were asked: 1) What is it like for you, living with HIV right
now? and 2) What would you want other people to learn from your experiences? The women'’s stories
provide an avenue for participants to voice some of their triumphs and challenges about being an Aboriginal
woman living with HIV/AIDS. For the community at large, this is also an opportunity to hear first hand,
important information such as this. In this work, | have tried to adhere to the tenets of Indigenous
methodologies by allowing the life-stories to resonate as holistic representations. Rather than
deconstructing the women'’s stories through naturalistic analysis (which continues to categorize and to
objectify participants), the stories are viewed through a Health Narrative Topography whereby thematic
genres such as Restitution, Chaos, and Quest are illuminated, while also being critically aware of some of
the limitations to this framework. Three overarching themes are revealed through the women'’s stories: 1)
the empowerment and resiliency demonstrated by the participants; 2) the need for cultural competency in a
society that continues to stigmatize Aboriginal and HIV-positive women; and, 3) the need for a more holistic

approach within society when it comes to education, learning, and healing.
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Introductory Poem

Erasure

You begin to feel like nothing

else matters when you are downtown

Vancouver, Eastside, and are welcomed into a group
of First Nations women, gathering as a starting point
before making our way over to the celebrations for
National Aboriginal Day.

Check-in goes informally around the circle

as most know one another. When it's your turn

you are glad to be here, to know the women,

but you still throw in that you're Métis so you appear
even less like the token white girl in the crowd.

One woman, who instead, should be revered
as an Elder by now, is coughing with a cold and
in between puffs on her inhaler casually says
she’s HIV, as if commenting on the weather.

Another woman beside you found out a week ago

she has AIDS, her T-cell count is down to 200,

but they knew two years ago, she says, and didn't tell her.
There’s going to be a fucking lawsuit over this—

| won't see it, but at least my kids will.

Back in the car, somehow you know the truth and
say to your friend, There won't be a lawsuit, will there?
Probably not.

You begin to feel nothing else matters

when you know the momentum of those thoughts
is what keeps her alive.

Donna Michele Hill
June 2006

Vi



1. 1st Stanza: Intending

You begin to feel like nothing
else matters when you are downtown
Vancouver, Eastside, and are welcomed into a group
of First Nations women, gathering as a starting point
before making our way over to the celebrations for
National Aboriginal Day.

When we look at this 1% stanza of my poem, Erasure, | believe it offers a sense of where | was
positioning myself at the time, feeling as if nothing else mattered except the women | was with, listening
to their stories being shared. We were gathering together, heading out on a journey of celebration, not
unlike this thesis and the years during which it was created. This first stanza/section of the thesis is about
intending. | share with my readers, the purpose and intention of this study through an overview of
HIV/AIDS, background information to the issue at hand, the problem and purpose statements, and my
standpoint and impetus for this research.

n—_—

In much of the provincial, national, and international literature, women are identified as being at
greater risk than men for HIV-infection (Canadian Aboriginal AIDS Network [CAAN]a, 2003; CAAND,
2004; Hill, 2003; Mill, 1997; Rohleder & Gibson, 2006; Smith, 2002; Steele, Brooke, Richmond-Reese, &
Lomax, 2006; Watson & Bell, 2005). This is particularly true of Aboriginal women who face tremendous
challenges for accessing health services (Browne & Fiske, 2001; CAANb, 2004; CAANd, 2003). These
disadvantages stem from multiple overlapping cultural and socio-economic factors such as age, gender,
race, poverty, housing, substance abuse, and violence (Browne & Fiske; CAAND; Ship & Norton, 1999;
Ministerial Council on HIV/AIDS, 2000). Other specific risks for HIV-infection related to socio-economic
conditions include low rates of condom use and high rates of sexual abuse or non-consensual sex
(Ministerial Council on HIV/AIDS). Critically low levels of research still exist regarding how and why
Aboriginal women are not receiving the adequate health care and social services necessary for the
support they need (Waldram, Herring, & Young, 1995; Legare, Ross, & Bognar, 2003; Royal Commission

on Aboriginal People [RCAP], 1996; Vernon, 2001). This study is in response to my perception of a gap



in HIV/AIDS literature about women and, more specifically, Aboriginal women living with HIV/AIDS.
However, before focusing on Aboriginal women and the participants of this study, | first survey many of
the predominant reasons women, in general, are often at a disproportionately high risk of being infected
with HIV. | then introduce some of the additional constraints specific to Aboriginal women, which are
invariably also interwoven with some of the broader barriers women face.

The purpose of this study is three-fold: It is to 1) highlight many of these multiple contextual barriers
to HIV-prevention most specific to Aboriginal women; 2) hear from the participants their own life-stories in
order to explore and to create a better understanding of the impact of HIV/AIDS on the lived experiences
and perceptions of HIV-positive urban Aboriginal women; and, 3) add to the literature about the women
and HIV/AIDS in order to encourage and to inform medical and social policy changes. As Anderson,
Dyck, & Lynam (1997) argue, “[tjhe material circumstances of women'’s lives—the institutionalized
practices and systematic barriers which have shaped their realities—need to be understood and acted
upon” (p. 76). Taken together, these three aims will result in affecting in a positive way the quality of

women’s experiences and perceptions about living with HIV/AIDS.

1.1 A Note on Terminology

For the purposes of this study, | use the term Aboriginal or Indigenous to refer inclusively to Canadian
Aboriginal, Inuit, and Métis peoples. This definition is in keeping with currently accepted discourse as
outlined by the Canadian Constitution (Constitution Act, Section 35 (2), 1982) and the Royal Commission
on Aboriginal Peoples (RCAP, 1996a). Some scholars refer to Aboriginal as meaning local, or Canadian,
and Indigenous meaning Aboriginal peoples more globally (Cohen, personal communication, 2007). | use
both terms interchangeably in this study.

| attempt to honour Aboriginal people by using culturally sensitive, respectful, and accessible
language. My goal is to democratize the language used within this study, rather than to write strictly for
the elite and the academy. To ensure this goal, | submitted for critical feedback a section of this thesis to
a UBC class of Aboriginal writers and their professor, Richard Van Camp of the Dogrib (Tlicho) Nation,
who is a poet, novelist, and short-story writer. He and the class confirmed that, to them, my hybrid of

accessible and academic language is culturally sensitive and respectful to Indigenous peoples. Other



examples include 1) using the “4 R’s” of Aboriginal Research (Respect, Relevance, Reciprocity, and
Responsibility), a framework coined by Kirkness and Barnhardt (1991) and now used by the B.C.
Aboriginal Capacity and Research Development Environment (BC ACADRE), (this framework will be
discussed in more detail within the section, Ethics, in the 3™ Stanza); 2) using the term story(ies) rather
than narrative(s) to honour oral tradition; 3) using discussion or conversation, rather than interview; and,
4) using material rather than data.

Words reframed to be more culturally respectful lend to the authenticity of Aboriginal research.
Edward Said (1978, cited in O'Riley, 2004) suggests colonialism “is not only a process of physical
displacement, it is a mode of discourse” (p. 84). | define discourse as the communication of thought
(discussion, dialogue) by written or conversational words.

Another dialogue | am concerned with is Frank’s (1995) “illness narrative topography,” through which
| have analyzed the participants’ stories. After meeting with the participants and completing this study, |
have concluded that their stories are not illness narratives, and the women do not consider their stories to
be ones about “illness.” They are, instead, stories of health, resiliency, and well-being. We need to
interrogate the ways we can affect positive healthcare and social changes in society, and one way is to
approach this study from a culture of health rather than from illness. Cole (2003) asserts,

language is technology it can join us or separate us

it can make us believe in bipolarities in opposites it can make us afraid of

contradiction it can make us believe in reason rather than reasons

it can become cliché leading us away from spirit (p. 52).

Wherever possible, | use the discourse of “health” and “well-being.” | base my use of culturally
appropriate language on Indigenous scholars such as Archibald (1997), Battiste & Henderson (2000),

Brown (2004), Cole (2003), and Marsden (2005).

1.2 An Overview of HIV/AIDS

The Human Immuno-Deficiency Virus (HIV) is a tiny infectious particle that attaches itself to white
blood cells called CD4 cells. These cells are a vital part of the body’s immune or defensive system

needed for the body to stay healthy. The virus then makes more copies of itself until it takes over and
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diminishes the number of white blood cells a person normally has to fight off infections (AIDS Vancouver
[AV], 2008; Living Positive Resource Centre [LPRC], 2008). Acquired Immune Deficiency Syndrome
(AIDS) occurs in the final stages of HIV-infection, usually after about 10 years or more. At this point, the
body’s defence or immune system is so burdened that serious infections and/or cancers arise. Although
new treatments are significantly improving live expectancy, AIDS is still considered a fatal iliness. A
person is diagnosed with AIDS when they have tested positive for HIV and have one or more
opportunistic infections. An opportunistic infection (Ol) is an infection that takes advantage of a weak
immune system. An Ol may be a rare pneumonia, a rare cancer, or an iliness like tuberculosis. There are
20-30 common Ols that people with HIV may contract and these are the illnesses that people with AIDS
may die from (AV; LPRC). The virus is found in blood, semen, vaginal fluid, cerebral fluid, and breast
milk. It is transmitted through unprotected sex, through sharing needles (intravenous drug use), and

vertically through mother to child, either during late pregnancy, during birth, or when breastfeeding.

1.3 Background to the Problem

The dominant Western ideology of today continues to disadvantage Aboriginal peoples. “The colonial
legacy of subordination of Aboriginal people has resulted in multiple jeopardy for Aboriginal women...”
(Browne & Fiske, 2001, p. 127). The universal category of “woman” fails to encompass the many
intersecting realities Aboriginal women experience such as gender, ethnicity, age, parenting, violence,
and oppression (McCall, 2006). To create the social awareness and health care policies necessary to
better address the concerns of Aboriginal women, the women'’s voices need to be expressed and no
longer silenced or further marginalized. Aboriginal women living with HIV/AIDS deserve to be, and must
be, heard.

Within this exchange of knowledge, attention is necessary to the culturally sensitive language needed
in talking to, and hearing from, Aboriginal people. Further, knowledge needs to flow from the source up
(the women), rather than just from the top down (the “professionals” and/or the policy makers). For
example, the RCAP (1996) documents the importance of recognizing the multiple barriers Aboriginal

women perceive and experience as heard from the women themselves.



Aboriginal women lag behind men and well behind Canadian women as a whole on many social and
economic [and health] indicators, but statistics do not reveal why. Women themselves provide a
deeper understanding of the barriers that have been placed in their path, barriers that must be
recognized, acknowledged and removed before real progress can be made. We believe that by going
through the process of acknowledging the harm caused by these barriers, individuals, communities,
nations and governments will be able to work together to eliminate them (p. 17).
| intend that three interrelated matters be illuminated: 1) ways to practice Indigenous knowledge and
methodologies; 2) ways to focus on engaging Aboriginal community members to find and to express the
problems they feel most impact them; and, 3) ways for the non-Aboriginal community to effectively hear
and to act upon the insights of Aboriginal people. In order to share this authentic transfer of knowledge
between Aboriginal people and researchers, Aboriginal methodologies need to be continuously applied in
the area of Aboriginal community-based research (Anderson, 2004; Battiste & Henderson, 2000; Brown,
2004; Cole, 2003; Fourier & Crey, 1997, Kelm, 1998).

Community-based research® is an approach to research that shifts ways of knowing, and ownership
of knowledge away from conventional university-led research. Traditionally, research has been organized
by scholars, presumed to be the holders of knowledge, and focused on those presumed to need the
research. In the case of Aboriginal peoples, they were the subjects, or the object of study, and
predominantly, research was done on them, and not always primarily for them. However, increasing
numbers of community members and researchers are coming to understand this paradigm shift: research
needs to be not only about the people, but for the people and by the people.

Community-based research follows the ground-breaking work of Indigenous scholars such as Vine
Deloria Jr. (1969) and more recently, Linda Tuiwai Smith with her cornerstone book, Decolonizing
Methodologies (1999) (Evans, Hole, Berg, Hutchinson, Sookraj, & The Okanagan Urban Aboriginal
Health Research Collective [OUAHRC], n.d.). Both paved the groundwork for what is known today as
Indigenous methodologies, or Aboriginal research frameworks, which “have become a near necessity for

the implementation of research in Indigenous communities” (Evans, et al.). Aboriginal and community-

! Information from this section about community-based research appears in Hill, Donna. M. Community-
Based Research: Shifting Western Gaze toward Aboriginality. Questioning Research: A research guide for
Aboriginal communities addressing homelessness. Social Planning and Research Council of BC.



driven research provides alternatives to scientific, researcher-centred studies. They provide a platform for
community members and marginalized voices to be heard. This kind of research situates the gaze of the
research being done, not from the outside looking in, but from those conducting the necessary
explorations about their own community. Those who identify the research problem should become
actively engaged in the research solution. Knowledge translation, the sharing of knowledge learned,
should be considered an integral part of the entire research process. Reciprocity involving community-
based research creates a win-win situation significantly different from the current mainstream system

which continues to marginalize Aboriginal women.

1.4 Problem Statement

Historically, Aboriginal people have faced many challenges as a result of Western colonization over
the last 500 years. Most recently, one of the most harmful chapters of this time frame has been the
residual effects of residential schooling in British Columbia (Boyer, 2006; Chrisjohn, Young, & Maraun,
2006; Fournier & Crey, 1997; Frohlich, Ross, & Richmond, 2006; Wardman, Clement, & Quantz, 2005).
Children’s years away from families resulted in the loss of learned parenting skills and cultural knowledge
(Campbell, 2002; Ship & Norton, 2001; Walker, Logan, Jordan, & Campbell, 2004; Wuest, Ford-Gilboe,
Merritt-Gray, & Berman, 2003). These intergenerational challenges have left Aboriginal women to be
more vulnerable to the higher risks of HIV-infection (CAAND, 2004; CAANd, 2003; Ship & Norton, 1999).
Aboriginal women living with HIV/AIDS tend to delay accessing medical care until they experience acute
symptoms and their disease is already advanced (Vernon, 2001; CAANb, CAANCc, 2005; Ship & Norton).
The reasons for delay in access are complex and are influenced by numerous factors. Aboriginal people,
in general, tend to underutilize available health services (Waldram et al., 1995). In avoiding mainstream
healthcare, Aboriginal women are not being tested for their HIV-status as early as necessary (CAAND,
2004; CAANCc, 2005, Ship & Norton, 1999). This delay in diagnosis and treatment can result in an earlier
death. According to a 2003 study by researchers at the B.C. Centre for Excellence in HIV/AIDS, one-third
of British Columbia residents who died of HIV-related causes did not access life-saving treatment.

Although HIV-medications (Highly Active Antiretroviral Therapy [HAART]) are provided free by the



provincial government, people who did not seek treatment were mostly Aboriginal, female, and poor

and/or living in Vancouver's Downtown Eastside.

1.5 Purpose Statement

Using an interpretive descriptive approach, this research project is intended to better understand
some of the lived experiences and perceptions of urban Aboriginal women living with HIV/AIDS in
Vancouver, British Columbia. More specifically, this study shares the stories of four Aboriginal women.
Within the existing body of HIV/AIDS literature, women'’s voices and concerns are rarely given
prominence. In this thesis, | intend to make central the participant women’s otherwise silenced voices and

marginalized lives.

1.6 Standpoint: Impetus for the Study

Sinclair (2003) outlines the purpose of locating oneself as a researcher in Aboriginal research:

It means revealing our identities to others; who we are, where we come from, our experiences that

have shaped those things, and our intentions for the work we do. Hence, ‘location’ in Indigenous

research, as in life, is a critical starting point (p. 122).
Brown & Strega (2005) encourage researchers to position themselves at the beginning of their work.
They advocate that location “is essential to Indigenous methodologies and Aboriginal research/world
view/epistemologies” and suggest that as Aboriginal researchers, the reason we write about ourselves is
because “the only thing we can write about with authority is ourselves” (p. 97). Creswell (2007) suggests
that such positioning is more than autobiographical, but also focuses on “how individuals’ culture, gender,
history, and experiences shape all aspects of the qualitative project” from question choices, data
collection, and interpretations (p. 47). “Taking a standpoint requires self consciousness about how the
fate and choices in your life have positioned you in the world and with whom you have been positioned”
(Frank, 2000, p. 356). Frank argues that having a standpoint from which to position one’s self-reflections
is not an option; it is a requirement. The fact that one has choices from which to derive a standpoint

“supposes that there are other issues of significance beyond self-choice” (p. 356). | naturally concede



that my first cornerstone standpoint is from a woman'’s perspective, although, as will be noted in the 3"
Stanza of this thesis, | do not claim feminist theory® as a specific foundation for my methodology. Lather
(1995) positions herself as a translator, a medium through which women living with HIV can be heard and
understood, which | also see myself being, as | highlight the women'’s stories.

Positioning myself as a translator bearing witness, then, the women’s words become the motor of

inquiry. As such a researcher, one becomes a witness to questions we do not own and do not yet

understand, but which summon and beseech us (p. 49).

Following the inherent female lens through which | view my research, my secondary standpoints are
more expansive. | believe they involve three viewpoints: 1) aspects of personal identity, 2) the
insider/outsider continuum of research, and, 3) determinants of personal drive and passions. Each of
these is multifaceted and cross-contextual.

First, regarding my standpoint stemming from personal identity, | have much to reflect upon.
Recently, | was asked by Dr. Francisco Ibafiez-Carrasco, a B.C. HIV/AIDS Community-Based Research
Facilitator, what seems a simple question, yet, can also be quite complex: Why this topic? Why was |
studying HIV when | had before me the unquestionably richness of the field of disabilities in general, and
more specifically, my own disability, Cerebral Palsy? Although Dr. Ibafiez-Carrasco gave me the space to
be heard and understood, | found myself almost at a loss for words. My answer to him, in short, was this:
It must have to do with distance, that feeling of wanting to distance oneself from that which you know only
too well. For example, | have never felt the need or the desire to place a call to the Cerebral Palsy
Association of BC. On the other hand, | have had a passion to work with people living with HIV/AIDS
since | was a young adult. My convictions have led me to an understanding of many underlying
complexities for HIV-positive people and also to the sincere enjoyment of being a volunteer educator and
board member in this field for the past 11 years. Nevertheless, | do not completely dismiss my own

struggles with a disability. | believe that my many adversities have afforded me some additional insight

2 | have not chosen a lens of Critical Feminist Theory through which to view this study. However, | do
acknowledge that Indigenous knowledges and methodologies used throughout this study are similar to
feminist theories; they involve countering the dominant scientific representation, collaboration rather than
exclusion, and acknowledging responsible and respectful ways of doing research. Therefore, along with
many Indigenous scholars, | also reference throughout this thesis feminist scholars such as Donna
Haraway, Sandra Harding, Patti Lather, and Laurel Richardson.



and sensitivity to respond to persons living with HIV/AIDS and to those most marginalized in our society
in ways that others might not fully understand.

Second, as | reflect on the insider/outsider researcher discussion, | am cognizant of two dichotomies.
First, while | am Métis, | do not have dark skin; | have not experienced the perpetual racism that many
Aboriginal men and women have faced and continue to feel on a daily basis. Second, | am not HIV-
positive; | have not experienced one of the loneliest and most marginalizing illnesses in our society.
However, Ibafiez-Carrasco (1993) suggests “the infamous HIV+/HIV- dichotomy” (p. 21) is problematic.
Rather than binary, he reminds us, HIV/AIDS is a continuum, where culturally speaking, everyone is at
risk because we are all inherently sexual.

Anae (n.d.) also addresses the insider/outsider dilemma. She writes of the increasing scholarly
concern about who is best suited to be a researcher within the area of health (and within her own
Samoa/Pacific Islander community).

What we need in the Pacific are researchers who care about people. In all research investigations,

mutual trust and understanding must be built carefully and sensitively. As with any human

relationship, reciprocity, mutual participation, responsiveness, commitment and responsibility are
essential. In turn this relationship will form the basis of our intellectual pursuit—the need to

comprehend something in as many ways as possible to construct the composite that finally, more
comprehensively allows us to understand an issue, phenomenon, or culture from perspectives of

both the researcher and the researched (p. 276).

Anae offers further insights regarding appropriate researchers as well; she discusses ethnic identity in
relation to personal identity.

Ethnic identity, in the context of opposition and conflict is therefore, personal with long-lasting

attachments experienced in the economical, spiritual, historical symbols that one is espoused to

during a lifetime, and must be differentiated from the status-sets which are transient and not

emotionally-binding but a mere fact of circumstance (p. 275).

My ethnic identity is indeed personal with long lasting and emotionally-binding attachments to my journey
thus far. | am a Métis woman on the life-long journey of reclaiming traditional knowledge, customs, and

understanding. | have shared this journey with many others, not the least of which include the women



who participated in this study. While volunteering in the field of HIV/AIDS awareness and prevention, |
learned about some of the critical barriers that many Aboriginal women face in relation to their health and
well-being, and in particular, our fight against the spread of the HIV-virus. This path has led me to my
current study.

The issue of women'’s voices and the silencing of them through hegemonic societal forces is perhaps
the topic which most drives my passion and commitment to this study. Not unlike many Aboriginal and
non-Aboriginal women, as well as many people living with HIV/AIDS, | have experienced both the implicit
and explicit attempts to silence my voice, my thoughts, and my perceptions. | have experienced this
throughout my childhood as someone living with a disability, in the workforce as a woman (and a person
with a disability), and also within the professional community. Although | cannot speak for others, | may
surmise that one difference between me and other women who have experienced similar circumstances
may be that | have often refused to let myself be deterred. | have learned to reject intimidation from those
who have sought to overtly discount my views, or through subconscious subtleties, to imply that | should
abandon my values, opinions, and pursuits.

Regarding dominant voices and the sequestering of weaker ones, Armstrong describes the
Okanagan Peoples’ En'owkinwixw Discourse Model as a means to quite the opposite of silenced voices
(personal communication, 2007). She advocates for listening to all people and for respecting diversity.
The En’owkinwixw process activates creativity; it supports and encourages even the most quiet,
unexpected persons from which answers, viewpoints, and solutions might arise. Armstrong contends that
everybody can offer what uniqueness is inside of them. Other Indigenous scholars such as Brown (2004)
and Gonzales remind us that Indigenous peoples’ knowledge “is in our head, our heart, and our spirit”
(personal communication, 2006). “As the Elders say, ‘If you have important things to say, speak from
your heart” (Brown & Strega, 2005, p. 25).

Another rationale for the impetus of this research has been Fuller's book (2004), Somebodies and
Nobodies: Overcoming the Abuse of Rank. Reading this book left me feeling relieved to find some of my
experiences, and perhaps those of the women | choose to work alongside, explored within a meaningful
context. Fuller takes the analysis of discrimination beyond classism, sexism, racism, (and able-ism), to

reveal a form of injustice that everybody knows, but few see: discrimination based on rank, or “rankism”
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(p. 2). He addresses the fact that low rank—signifying weakness, vulnerability, and the absence of
power—marks people for abuse in much the same ways that race, class, and gender have long done.
Somebodies and Nobodies unmasks rankism as the “Mother of Isms” (p. 5), demonstrating its
pervasiveness throughout our personal lives and social institutions. It illuminates the subtle, yet,
dysfunctional workings of power in all of our interactions.

Fuller (2004) argues that to combat society’s racism, sexism, and other pervasive discriminatory
attitudes, we need to look beyond these to the pinnacle of abuse (and the silencing of voices), to what he
declares, is rankism. Fuller writes:

In the US, perhaps twenty percent of us have suffered directly from racism, and about fifty percent

from sexism. But virtually all of us suffer from rank based abuse—which | shall be calling “rankism”—

in one context or another, at one time or another. Sooner or later, everybody gets taken for a nobody.

Sooner or later, most of us treat someone else as a nobody. It hurts to be “dissed,” no matter what

your status. Yet, if it weren't for the fact that most everyone has known the sting of rankism, would

there ever have been empathy for victims of racism and sexism? (p. 2)

The author claims that regardless of the “surface distinctions such as ethnicity, religion, color, gender,
persistent abuse and discrimination are predicated on power differences inherent in rank” (p. 3). Neither
[, nor Fuller, contest the fact that rank differentiations are an essential classification within society, or that
power imbalances and hierarchies do, and will, continue to exist. However, | also believe that despite the
respect often afforded to those individuals who have earned their status and rank beyond others, this
does not give unequivocal consent for the abuse of rankism towards another individual to occur, or for it
to be dutifully accepted. As Vartan Gregorian so aptly states, “Dignity is not negotiable” (cited in Fuller,
2004, p. 7).

Fuller (2004) purports that rankism erodes the will to learn, the drive to attain, the desire (and the
belief in the right) to speak out, and the motivation to maintain convictions. Part of my intention in writing
this thesis is related to my ongoing reaction to those people who have tried to impose upon me the
silences of nobodiness. They have not intimidated me; they have not deterred me. Conversely, they have

implicitly strengthened my resilience to succeed in life and in the field of community-based research.
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Most importantly, they have reinforced my ability to understand on a deeper level my connectedness with

Aboriginal women living with HIV/AIDS.

1.7 Organization of the Thesis

Scholars such as Battiste and Henderson (2000), Brown and Strega (2005), Cole (2003), Graveline
(2000), O'Riley (2004), and Swisher (1998) encourage Indigenous researchers to break through
boundaries of Western academic writing. Cole (2003) and Graveline (2000) discuss the circle as
methodology in the framework of Indigenous research. Cole argues that concepts of
beginning/middle/end are Western ideals, and that not all theses must have a conclusion (personal
communication, 2007). Incorporating some of these Indigenous notions, | have started my journey
through this thesis with a poem and then finished it with more poems. The final section, Thesis Poetry, is
reflective of my learning experiences throughout this process. | also reject the necessity to use “chapters”
and instead, to remain consistent with my poetic framework: | present my thesis sections as “Stanzas” in
relation to my introductory poem.

the idea of the chapter is anathema to who | am as an Indigenous person

it implies western order as ‘the’ legitimate shaper of discourse

the universe being ordered into rationally constructed geometries

precluding enthalpy to be the prescribed means of navigating

rather than entropy devaluing our own symbolic sense of ourselves

perceptions of our perceptions making us take up the tools of the settlers (Cole, 2003, pp. 9-10).
In addition, each Stanza, or section, is titled with a single verb rather than a selection of nouns. Western
research is about centering knowledge with a single or group nouns as evidence (Cole, personal
communication, 2007). Conversely, many Aboriginal languages are about the process; they are verb-
driven (Battiste and Henderson, 2000; Brown, 2004; Brown & Strega, 2005; Cole, 2003). They remain
about the flux, the process, and the evolution of learning.

In this 1% Stanza, Intending, | have reviewed the background for our community-based research
study. | have stated the study’s problem and purpose, and explained the standpoint/impetus for my

chosen field of interest. In the 2" Stanza, Seeking, | detail a review of relevant literature which gives
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context to this current study. In the 3" Stanza, Shapeshifting, | explain my Indigenous research paradigm,
including my methodology, methods, sample and material collection, an overview of empowerment
ideology, scientific criteria, and ethical considerations. | share research findings, the stories of the women
participants, in the 4™ Stanza, Conversing. In the 5" Stanza, Understanding, | develop a discussion about
the women'’s lives and analyze them in relation to a health narrative topography (Frank, 1995, The
Wounded Storyteller: Body, lliness, and Ethics), specifically, the three genres of Restitution, Chaos, and
Quest. | also look at Frank’s book through a critical lens and identify aspects where | believe it fails to
encompass considerations related specifically to Aboriginal women'’s stories of health and well-being.
The 6™ Stanza, Reflecting, brings my thesis full circle; the process originates with poetry, and finishes
with a poetic section about my journey. It is at the end of this section that | share more of my original
poetry written throughout the two years during this research process. Some researchers “journal” as well
as take field notes; my poetry is my journaling. It is my reflexive, narrative contribution to this study
(Brown & Strega 2005; Cole 2002, 2003, 2004; Graveline 2000; Lather, 1993; Richardson, 1997). These
poems have been inspired by some of the many books and articles | have read, and more importantly, by
the women | have met over the course of my research. The poems are my personal perceptions and
reflections during this time period in my life—shared in poetic form—rather than in academic writing.
Smith’s (1999) description of creativity resonates with me.
The project of creating is not just about the artistic endeavors of individuals but about the spirit of
creating which indigenous communities have exercised over thousands of years. Imagination enables
people to rise above their own circumstances, to dream new visions and to hold onto old ones. It
fosters inventions and discoveries, facilitates simple improvement to people’s lives and uplifts our
spirits (p. 158).
Finally, included in this Stanza, | discuss what | believe to be the study’s successes and limitations. | then
make some recommendations in relation to health care providers, policy makers, and the non-Aboriginal

community at large.
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2. 2" Stanza: Seeking

Check-in goes informally around the circle
as most know one another. When it's your turn
you are glad to be here, to know the women,
but you still throw in that you're Métis so you appear
even less like the token white girl in the crowd.

A check-in is customary in a talking circle, and one was necessary within the sharing circle of women
gathered at this women'’s drop-in centre, just as it is within this thesis. We shared information to learn
about one another, to become comfortable with our time of being together, to understand underlying
issues that brought us together as a community. Similarly, this literature review seeks a greater

understanding of background information in which the reader can contextualize the rest of the thesis’

purpose and journey.

2.1 Introduction

The purpose of this literature review® is to provide for both researcher and the reader a context for
this study. It demonstrates the need for the study by first highlighting the relevant research, and then by
revealing some of the gaps in the literature. “Critical analysis of existing knowledge provides a platform
on which to build the design of the study and allows the findings to be constructed with attention to the
linkages that can be drawn to the work of others in the field” (McCall, 2006, p. 16).

This study explores the experiences and perceptions of urban Aboriginal women in Vancouver,
British Columbia, living with HIV/AIDS. It explores, through the personal stories of four women, how they
live with the virus in a society which continues to discriminate against them based on their race, gender,
and HIV-positive status. Although the study is primarily qualitative, | also report relevant statistics to
illustrate certain information within the current literature. However, it should be noted that many working
in the field of HIV research remain skeptical about the true accuracy of these data (Crozier, personal

communication, AV, 2008). There are three main reasons that affect the utility of statistics in HIV

® Information from this thesis chapter appears in Hill, Donna M. (under peer review). HIV/AIDS among
Aboriginal Canadians: Disproportionate Rates as Compared to other Canadians. Alternative: An
International Journal of Indigenous Scholarship.

14



research. First, many HIV-positive persons do not get tested (CAANb, 2004; CAANc, 2005; Crozier; Ship
& Norton, 1999). This results in often inaccurate quantitative summaries about infection rates (and
assumed but obviously unquantifiable under-reporting). Second, regarding statistics specific to Aboriginal
persons, not all Canadian provinces break their infection rates into categories of ethnicity (such as
Ontario and Quebec) (CAANCc; Public Health Agency, 2007). For example, of the reports citing the
positively tested Aboriginal persons from 1998 through the end of 2006, ethnicity was reported in only
29.2% of records and “is not available for all provinces” (Public Health Agency). And, third, many
Aboriginal people in Canada do not always declare themselves so, especially in the context of official and
guasi-official documents.

For the purpose of this study, | have surveyed nine main areas of literature: 1) Background to
Canadian Aboriginal Peoples and HIV/AIDS; 2) Background to Canadian Aboriginal Women and
HIV/AIDS; 3) Age; 4) Gender Relations, Violence, and Oppression; 5) Stigma and Discrimination; 6)
Access to Health Care; 7) Vulnerabilities to Treatment; 8) Poverty and Homelessness; and, 9)
Colonization. Statistical data is presented primarily in sections | and Il, and in later sections as
appropriate. The latter sections of the literature review, Il through Xl, deal more qualitatively with the
high risks of infection and contextual barriers impacting many Aboriginal women. Further, in each of
these latter sections, actual statistics become more problematic for the reasons described above.

My assessments in the literature review (and throughout the rest of the thesis) are intended to focus
on Aboriginal women, and their higher risks of infection, and are not meant to be generalizable across all
Aboriginal peoples. Stake (2004) cautions “generalization can be an unconscious process for both
researcher and reader” (p. 44). | seek a position along a continuum of generalizability—while the
researcher and reader cannot claim that all Aboriginal women living with HIV experience these same
experiences and perceptions as this study’s participants, we can infer that their living situations may be
common. | believe that doing so is beneficial, and that thinking about the words of the women in this
study can lead to a better understanding of the social conditions in which many Aboriginal women live,
and to a decrease in stigmatizing attitudes they constantly face. By showcasing the four participants’
stories, my purpose has been to illuminate just some of the complexities of daily living these women

experience in relation to their health and well-being. Some of these barriers to healthy living found in the
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current literature, such as socio-economic marginalization, isolation, homelessness, discrimination, and
compromised health and well-being appear to be common threads among the women'’s stories. So it is
that the literature review contextualizes the words of the women at the same time the women provide
greater depth to our understanding and consequences of the conditions reported in the rest of the

literature.

2.2 Background to Aboriginal Canadians and HIV/AIDS

Among Aboriginal peoples throughout Canada, the HIV/AIDS epidemic continues to rise at a
disproportionate rate compared to the rest of Canadians. The HIV and AIDS in Canada Surveillance
Report (Health Canada, 2006) records that 2,558 people tested positive in 2005. Of these, (26.7%) were
Aboriginal people, as compared to 2.1% South Asian, 4.1% Asian, 10.9% Black, 2.7% Latin American,
52% White, and 1.4% Other. Comparatively, HIV-positive Aboriginal people equalled nearly half of the
white population testing positive, more than any other ethnic minority group. Aboriginal people are three
times as likely to be HIV-infected than other Canadians, with exposure occurring predominantly as a
result of intravenous drug use (IDU) (53%) (Public Health Agency, 2007).

Aboriginal persons continue to be over-represented in the HIV-epidemic in Canada. They make up
3.3% of the Canadian population, and yet an estimated 3,600 to 5,100 Aboriginal persons were living with
HIV in Canada in 2005, representing about 7.5% of all prevalent HIV-infections. This is higher than the
estimated 3,100 to 4,400 for 2002 but represents the same proportion (7.5%). Approximately 200 to 400
of the new HIV-infections in 2002 and 2005 respectively occurred in Aboriginal persons, which is about
10% of the total for 2002 and 9% for 2005. Therefore, the overall infection rate among Aboriginal persons
is about 2.8 times higher than among non-Aboriginal persons. The distribution of exposure category
among newly infected Aboriginal persons in 2005 was 53% IDU, 33% heterosexual, 10% men who have
sex with men (MSM), and 3% MSM-IDU, which is unchanged from 2002 (Public Health Agency, 2007, p.
4-5).

Beyond giving basic epidemiological context, this study, however, does not further explore actual
rates of incidence occurring locally, provincially, or nationally (or across ethnicity). Neither is my study a

comparison study about the HIV-rates of infection between Aboriginal and non-Aboriginal Canadians
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(statistical reporting of Canadian ethnic categories living with HIV are not available). Finally, in noting
infection rates for men as well as for women, my study is not a comparison between Aboriginal men and
women (provincially, in 2006, 10,484 vs. 1,755 respectively). For example, in 2005, more than half of the
newly diagnosed people in Vancouver (119) were MSM, and nationally that rate was 45% (Vancouver
Coastal Health). It is the rate of increase among a specific population that should, and does, concern
experts. The reasons for higher risks for infection among Aboriginal women form the cornerstones of this
study.

The rate for new infections for Aboriginal women has been steadily on the rise for the last two
decades (CAAND, 2004). The primary focus of this study is about the Aboriginal women participants’
experiences living with HIV/AIDS as represented in their personal life-stories. As this literature review
reveals, there are a number of underlying social factors that contribute to Aboriginal peoples being at an
increased risk for infection, (not actual incidence of infection), such as socio-economic marginalization,
oppression, racism, discrimination, and access to healthcare. Within these multifaceted contexts,
Aboriginal women find themselves even further disadvantaged.

Nationally, Aboriginal people accounted for 14.1% of new HIV/AIDS cases reported in the first half of
2002, up from 5.3% in 2001, and 10% in 1999 (Public Health Agency, 2007). According to the 2006
Census, Aboriginal people in Canada make up only 3.8% of the total population (up from 3.3 in 2001)
(Health Canada, 2006). Provincially, “Aboriginal people are overrepresented in the HIV epidemic.
Although Aboriginal people are less than 5% of BC’s population, they make up around 14% of its HIV-
positive population” (Vancouver Coastal Health, 2007). A review of the literature highlights critical local,
provincial, and national information and the need for more knowledge about the historical, economical,
and social contexts in which many Canadian Aboriginal people live. Another key area of literature which
needs to be highlighted is work on the disparities in health between Aboriginal peoples and non-
Aboriginal people in Canada.

Compared to the Canadian average, life expectancy at birth for Aboriginal people is 68.9 years for
males and 76.6 years for females. This is 7.4 years less for men and 5.2 years less for women than non-
Aboriginals (Health Canada, 2001). Other research confirms that Aboriginal people die sooner than non-

Aboriginals and have a greater burden of physical and mental disease (RCAP, 1996; Dion Stout, Kipling
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& Stout, 2001; Wardman et al., 2005). Heart disease is 1.5 times higher for Aboriginal peoples, while
Type 2 diabetes remains 3 to 5 times higher (Health Canada, 2006). Prevalence rates for high blood

pressure and arthritis are also higher (Tjepkema, 2002).

2.3 Background to Canadian Aboriginal Women and HIV/AIDS

Among Aboriginal peoples, women made up 48.1% of all positive HIV-test results from 1998 through
2006 compared to non-Aboriginal people where women made up a much smaller percentage of positive
test results (20.7%) (Public Health Agency, 2007). In 2005, Aboriginal women represented 27% of new
infections nationally and 14% of new diagnoses in Vancouver (Vancouver Coastal Health, 2007).

Of the 1,404 positive HIV test reports with known exposure category (information on gender missing

for four cases) reported among Aboriginal persons between 1998 and December 31, 2006, there

were 732 male cases and 672 female cases... Of female reports, 64.4 % were attributed to IDU and

34.1% to heterosexual exposure, proportions similar to those for reported AIDS cases (Public Health

Agency, 2007, p. 50).

Taken together, these statistics suggest, as CAANb (2004) reports, “Aboriginal women are greatly
overrepresented in HIV/AIDS statistics, yet there is a startling lack of gender-specific, Aboriginal specific,
HIV/AIDS resources, programs and services to support them.” Critically low levels of research still exist
regarding how and why women are not receiving the adequate health care and social services necessary
for the support they need (Waldram et al., 1995; Legare, Ross, & Bognar, 2003; RCAP, 1996; Vernon,
2001). Some of the influencing barriers that most impact Aboriginal women in the prevention of this
disease are: age; ethnicity; poverty; power imbalances and oppression; violence; lack of ability to
negotiate safer sex practices; gender roles; sexual orientations; stigmatizing attitudes; and, historical and

socio-cultural factors (Browne and Fiske, 2001; CAAND, 2004; Smith, 2002; Watson & Bell, 2005).

18



2.4 Age

Young women are increasingly at risk for HIV-infection because of many overlapping vulnerabilities
(CAANe, 2004; Smith, 2002; Watson & Bell, 2005). Aboriginal youth are overrepresented in the Canadian
HIV-positive population. CAANe (2004) reports that “30% of Aboriginal HIV infections are in youth
between 20-29 years old (compared to only 20% in the non-Aboriginal population)” (p. 3). The Public
Health Agency (2007) reports higher figures.

Aboriginal persons with a diagnosis of HIV tend to be younger than non-Aboriginal persons. Almost a

third (32.4%) of the positive HIV test reports from Aboriginal persons from 1998 to the end of 2006

were younger than 30 years as compared with 21.0% of this age among infected non-Aboriginal

persons (p. 47).

Many young women are at higher risk because of neglect and abuse they experienced as a child
(CAAND, 2004; CAANe, 2004; Smith, 2002). Their lowered sense of self-worth and esteem diminish their
capacity for selection of healthier relationships as young adults. Early neglect and abuse contribute to
their insecurities about finding relationships that do not perpetuate the cycle of abuse (Kirkham & Lobb,
1998). Women with a history of childhood sexual abuse who are not able to break this cycle often find
themselves unable to avoid engaging in risky behaviours such as sex trade work for survival that may
lead to infection (CAANd, 2003; CAANe, 2004; Ship & Norton, 2001; Vernon, 2001; Varcoe & Dick,
2008). If young girls have escaped abusive homes to the streets, they often find themselves in
relationships that are socio-economically dependent on men, older men in particular (Smith, 2002; Worth,
1996). Smith notes that inner-city women are especially vulnerable to the poverty-HIV cycle. Socio-
economic factors force many women to live on the streets. While living on the streets, the likelihood of
becoming addicted to drugs and of having to become sex workers for survival greatly increase their risks
for contracting HIV (CAANd, 2003; CAANe, 2004; Smith, 2002; Varcoe & Dick, 2008). The two highest
risks for viral transmission are unprotected sex and IDU, from sharing dirty (used) needles (Vancouver
Coastal Health, 2007). “Among Aboriginal Canadians the portion of new HIV infections in 2005 attributed
to IDU (53%) was much higher than all Canadians (14%)” (Public Health Agency, 2007).

Whether women are literally living on the streets or close to this based on their poverty levels,

relationship principles also influence their health circumstances. Two prevailing myths are likely to
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interfere with young women'’s access to safer relationships. First, the “White Knight” or romance narrative
about being in a relationship with a man often clouds the women'’s judgments and prevents them from
escaping these confounding experiences of vulnerability and exploitation (Watson & Bell, 2005). Worth
(1996) suggests a woman’s search for romantic love may “represent a search for love to replace the love
and care they had not received as children” (p. 127). Second, is what Smith (2002) refers to as the “Virgin
Myth” (p.64). This falsehood is the perception of older men that young women, preferably virgins, are less
likely to have already been infected with the HIV-virus because of their age and lack of sexual
experience. Some men intentionally seek out younger, more vulnerable women as a way of supposedly
protecting themselves from the virus.

As well as studies representing high risk factors for younger women, some researchers now focus on
infection rates among women over the age of fifty (Henderson, Berstein, St. George, Doyle, Paranjape,
Anuradha, & Corbie-Smith, 2004; Smith, 2002; Spearman & Bolden, 2005; Watson & Bell, 2005). Older
women and their relative inability to decide on safer sex practices, for example, using condoms, as well
as the prevalence of violence against them, had not previously been widely studied (Smith, 2002; Watson
& Bell, 2005). In spite of education and prevention strategies, the number of elderly people diagnosed
with HIV/AIDS continues to rise (Roberts, personal communication, LPRC, 2007). Involved are a number
of multi-layered factors such as longevity, changes in relationships, complex and chronic health
problems, and late-stage diagnosis (Smith, 2002; Watson & Bell, 2005). Henderson et al. (2004) did not,
however, identify much of a variety of cultural subgroups (other than widowed and African American
women, which 35% and 73% of participants respectively self-identified), and did not include some of

society’s most marginalized” and vulnerable women: those from the Aboriginal community.

* In this paper | use the term marginalize, not to imply some inherent characteristics associated with
particular people or groups, but rather, to refer to people who have been most affected by historical,
structural, and social inequities. Frequently, these are people who also experience related disadvantages
stemming from mental health, substance use, or stigmatizing conditions such as HIV/AIDS, and issues
arising from profound social inequities such as involvement with drugs, the sex trade, or the justice system.
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2.5 Gender Relations, Violence, and Oppression

Within the Aboriginal community, the relative rates of new infection for women are much higher than
those within the non-Aboriginal population. The Red Road HIV/AIDS Network (n.d.) confirms a high
incidence among Aboriginal women, who “make up 40% of all new infections in the Aboriginal community
as compared to only 17% of total non-Aboriginal cases” (p. 4). Aboriginal women are also faced with
substantially higher rates of mortality, injury, suicide, obesity, and chronic disease (Dion Stout, Kipling, &
Stout, 2001).

Rohleder & Gibson (2006) suggest women’s experiences of living with HIV are intensified because of
gendered subordination in society. Gender role differences are reflected in Western society’s mores. For
example, men with numerous sexual partners are considered virile and manly while women with many
partners are considered “deviant, dirty or damaged” (p. 27). When a woman becomes HIV-positive, she
becomes “the recipient of these social projections” (p. 28). For women in relationships, Sobo (1998)
identifies two additional interconnecting factors related to unsafe sex practices and women: the
monogamous and wisdom narrative. This narrative refers to women who consider themselves to be in a
committed, monogamous relationship. They are less likely to advocate for using condoms. Their trust
levels are elevated and they are less likely to suspect their partners may be having sex outside the
relationship and becoming HIV-infected. Through feelings of trust and security, the women'’s judgments
about choosing good partners are also compromised (Watson & Bell, 2005).

Women'’s subordination to men is a key factor to understanding their increased levels of risk for HIV.
Often circumstances prevent a woman from being able to negotiate safer sex practices, which, in turn,
can lead to compounding consequences of further abuse or abandonment, as this woman explains: “It
was a violent sort of encounter...he was on top of me, pulling off the condom...finding out you are
positive a month later...then being abandoned” (Ship & Norton, 1999, p. 29). Aboriginal women face
increased risks of violence as compared to non-Aboriginal people (Dion Stout, 1996). According to the
RCAP (1996b), as many as 8 out of 10 Aboriginal women have experienced violence, both within their
own communities and in the greater society (Ship & Norton, 2001). Rates for intimate partner violence
(IPV) or spousal abuse are significantly higher among Aboriginal women than Aboriginal men, or among

non-Aboriginal people (Statistics Canada, 2006).
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A growing body of literature documents the health effects of IPV (Campbell, 2002, Walker et al.,
2004). Wuest et al. (2003) also report evidence that health problems suffered by women because of
violence continue long after the violence stops. Aboriginal women’s health and well-being is impacted by
IPV which is embedded in socio-cultural, historical, political and economic contexts that often destroy the
family unit leading to family denigration, homelessness, crime, incarceration, and murder (Campbell,
2002; Walker et al., 2004; Wuest et al.). Subsequently, there also exist many associated consequences.
IPV is not simply an individual or couple’s issue; rather, it often impacts the well-being of women, men,
children, and communities at large. These socially interlocking processes need to be understood and to
be addressed; they are further perpetuated by racism, sexism, levels of the education, employment
abilities, justice inequalities, and the isolating practices that pervade our health and social policies, health
services, and society at large (Campbell; Ship & Norton, 2001, Walker et al.; Wuest et al.).

Anderson et al. (1997) remind us that while the work process in the family is inherent, yet often
invisible, it is still primarily relegated to women across race, gender, and class. In relation to women'’s role
as mother, another transmission route for the virus is vertical—perinatal and through breast milk. In the
absence of treatment, approximately 25% of babies born to HIV-positive mothers are infected with the
virus (Mahy, personal communication, Oak Tree Clinic, 2006). If an HIV-positive woman'’s pregnancy is
intervened with treatment, the risk of perinatal transference is lowered to 1% (Mahy; Mofenson, Lambert,
Fowler, et al, 1999; Robinson, 1998). In socio-economic circumstances where poverty and oppression
are prevalent, mothers often cannot meet the needs of nutritional supplements. While breastfeeding is
commonly accepted as the best source of nutrition for infants, the greater risk for mothers who are HIV-
positive is that they find themselves with no support or resources for alternative nursing practices (Hill,
2003; Mofenson, Lambert, Fowler, et al.; Robinson). “Life is a daily struggle as many positive women
experience difficulty providing for basic needs—food, shelter, clothing and transportation—for their
children and for themselves. Many women access food and clothing banks” (Ship & Norton, 2001, p. 27).

Additionally, Aboriginal women face distinct risks of violence in the home as compared to non-
Aboriginal people (Dion Stout, Kipling, & Stout, 2001).

My mother and father drank. They were products of residential schools. | was the youngest...| was

placed in a foster home. It's tough being an Aboriginal woman. | was part of an abusive relationship.
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What | saw in him was what | got from my family. | was sexually abused (Native Social Work Journal

Board, 2000, p. 79).
Aboriginal women often live through multiple forms of inequality in their relationships. Drinking and using
drugs can become a way of escape from the legacy of colonization and residential schooling. Some
women end up surviving on the streets by turning to sex trade work (CAANd, 2003; CAANe, 2004; Ship &
Norton, 2001; Vernon, 2001; Varcoe & Dick, 2008). In turn, the familial cycle of dysfunction, including
poor health, lower education, low coping skills and parenting skills, and poverty, is passed down from
generation to generation (Campbell, 2002; Ship & Norton; Walker et al, 2004; Wuest et al., 2003). These
intergenerational challenges have led Aboriginal women to be more vulnerable to the higher risks of HIV-

infection (CAANb, 2004).

2.6 Stigma and Discrimination®

The discourse or language of stigma has debilitating effects on Aboriginal women stemming from
societal fears and discriminating attitudes about HIV/AIDS. Stigma “refers to a condition of ‘difference’
and is used to label people who deviate from the socially constructed definition of normal that is at work
in their community” (McCall, 2006, p. 25). Poindexter (2004) describes stigma as “labeling differences
negatively or stereotyping based on cultural beliefs. ...HIV stigma, is a particular form of discrimination
that causes social and emotional problems for persons with HIV and their associates” (p. 498). HIV/AIDS
has come to be known as a socially constructed illness that affects the most marginalized of people. It is
understood and experienced within social and cultural contexts. “HIV/AIDS has been conceptualized and
perceived as a viral ‘attack,’ or ‘plague’ that often guarantees one’s membership in a particular ‘risk
group’ worthy of society’s condemnation, criticism and judgment” (Ryan, 2000, p. 102). Society has
learned to view the illness and HIV-positive people with stigmatizing attitudes, which, in turn, influence
the ways people live with the illness (Clarke, Friedman, & Hoffman-Goetz, 2005). The ways in which

Western society presently addresses stigma, specifically that which is directed towards Aboriginal women

® Information from this section appears in Hill, Donna M. & Kurtz, D. L. (2008). The Effects of Stigma on
Aboriginal Women living with HIV/AIDS. Canadian Journal of HIV/AIDS Community-Based Research.
Supplement Edition, pp. 5-15.
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living with HIV/AIDS compound the effects of the illness. Their experiences in life are laden with
discrimination, social rejection, marginalization, and violence against them. Stigma impacts the
vulnerabilities of women in numerous physical and emotional ways, and Ryan (2000) suggests we do
more than simply ‘pay attention’ to such social determinants of health. “This is particularly crucial with
regards to stigmatized and stereotyped women who, because they [may] use drugs or sell sex are often
judged as ‘immoral’ or ‘unworthy’ of our attention, research, or funds” (p. 102).

The HIV-epidemic in the Aboriginal community is not decreasing. There are multiple notions about
why this is happening, many of which are related to stigma. Fear of being judged by family, their
community, and society often interferes with testing, and results in delayed diagnosis (McCall, 2006;
Varcoe & Dick, 2008), and poor outcomes. Judgments by society can make an individual feel shame for
becoming infected or for living a ‘risky’ lifestyle.

Often women must bear the burdens of blame and humiliation for their possibilities of transferring the
virus (Smith, 2002). As a consequence of being perceived as dirty, tainted, and undesirable, women
living with the virus often attempt to “pass as normal,” rather than as HIV-positive (Rohleder & Gibson,
2006). Passing includes choices such as not being tested, not informing anyone of their status, or not
seeking medical care. There is a strong fear of disclosure to anyone, in case of being shunned by people
in society (Barosso & Powell-Cope, 2000). Women also fear stigmatization from healthcare professionals.
This prevents HIV-positive women from getting early treatment which could prolong their life (McCall,

2006).

2.7 Access to Health Care

Aboriginal people tend to underutilize available health services (Waldram et al., 1995). Aboriginal
women who are living with HIV/AIDS tend to delay accessing medical care until they experience acute
symptoms and their disease is already advanced (Vernon, 2001). The reasons for delay in access are
complex and are influenced by numerous factors. Legare et al. (2003) identify a number of these in their
report on the status of HIV-positive women in BC: later diagnosis; delay of treatment; exclusion from drug
trials; higher rates of poverty; and conflicting demands on their time due to child care and family

responsibilities. Further, a lack of research that pertains specifically to women has limited effective
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interventions in this regard. The report, however, looks at women in general. Aboriginal women have
specific challenges beyond those addressed.

Aboriginal women’s access to health care and their responses to its availability need to be examined
within the context of a colonial history (RCAP, 1996b). The effect of colonial and post-confederation
legislation has been to marginalize Aboriginal women and to diminish their social and political roles in
community life. The conditions of health care have been shaped for over a century by internal colonial
practices, policies, and politics (Kelm, 1998; RCAP, 1996a; Waldram et al., 1995).

The legacy of colonial health care continues to be evident in various ways, particularly through
explicit as well as implicit discriminatory practices and structural constraints that have marginalized many
Aboriginal people from the dominant health care system. For example, studies demonstrate how
Aboriginal women face serious access problems stemming from discrimination based on race, gender,
and class (Benoit, Carroll, & Chaudry, 2003; Browne & Fiske, 2001; Dion Stout, Kipling, & Stout, 2001,
Kurtz et al., 2008). These socio-political realities shape Aboriginal women’s everyday social experiences
and access to routine services necessary to them as HIV-positive women. A more critical lens is needed
to reduce the implicitly accepted historical and socio-structural issues contributing to Aboriginal peoples’

health, and to the explicit barriers to health care that many women face.

2.8 Vulnerabilities to Treatment

Treatment of HIV-positive people requires medicine to relieve symptoms, to prevent or treat
opportunistic diseases®, and to lower the risks of viral transference (Health Canada, 2003). Testing and
treatment are major factors in the health and well-being of people living with HIV/AIDS. “Discrimination
inhibits people, especially women, from revealing their status and taking action to stop further
transmission” (Smith, 2002, p. 66). Women experience shame, guilt, despair, and feelings of visible

contamination once they become infected. These internalized thoughts, in turn, influences their self-

¢ Opportunistic infections’ or ‘opportunistic conditions’ are those otherwise probable benign infections,
such as a cold, the flu, shingles, or respiratory infections like Pneumocystis Cairnii Pneumonia (PCP),
which cannot be normally fought by an HIV-positive person’s weakened immune system (AIDS
Vancouver 2008; Living Positive Resource Centre, 2008). Many AIDS-related opportunistic infections that
affect only women include increased vaginal infections, cervical cancer, pelvic inflammatory disease
(PID), and menstrual changes (Ryan, 2000).
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interest and motivation for effective health care and treatment. Even before a formal diagnosis of the
disease, many women face the stigma and shame of having to go to their doctor or a clinic to ask for an
HIV-test. Not being tested only results in self-harm if they are positive for the virus. Time is wasted before
treatment is begun, and possibilities remain that the virus will be unknowingly transmitted to another
person. Often loneliness and isolation play a part in women’s vulnerabilities to access treatment as well
(Health Canada, 2003).

Highly Active Antiretroviral Therapy (HAART) has altered the path of HIV/AIDS from a fairly rapidly
fatal disease to a chronic, long-term illness (McCall, 2006). However, HIV-positive women need
motivation to stay connected with medical and social services, to stay on the drugs, and to reduce high-
risk behaviours (Holstad, McDonnell, Dilorio, & Magowe, 2006). Side effects and conflicting
responsibilities can present difficulties for women attempting to adhere to a drug regiment. Most women
will place the socio-economic needs of their children before their own needs for medicine and good
nutrition. The effects of poverty are compounded by childcare responsibilities, and indeed, for Aboriginal
women, many of the other vulnerabilities | have discussed in terms of becoming infected with the virus

complicate treatment.

2.9 Poverty and Homelessness

Aboriginal people are particularly vulnerable to poverty in many larger Canadian cities. According to
the Urban Poverty in Canada report published by the Canada Council on Social Development (CCSD)
(2000), “the poverty rate for Aboriginal people in cities was 42.8% — more than double the rate for non-
Aboriginal people (19%)” (p. 18). Of the 17 cities listed in the study, Vancouver reported the highest
Aboriginal poverty rate at 59.5% (CCSD). Several factors may contribute to high poverty rates such as
barriers to education and employment opportunities, which in turn, also affect housing conditions for
many people (CCSD).

The Greater Vancouver Regional District (GVRD) Homeless count (Goldberg, Graves, Eberle, et.
al., 2005) used two categories of homelessness: street homeless, those who live outdoors, on streets, in

parkades, parks and beaches; and sheltered homeless, those who have temporary shelter in emergency
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or transition shelters or in a friend’s home (no security, not paying rent). Reasons given for homelessness
were multifaceted, with most declaring deficiency of earnings (44%); living with health conditions (such as
asthma or diabetes) or addictions (25%); and, the high costs of housing (22%) (p.15). Street homeless
point to lack of money as the major cause of their homelessness, while the sheltered homeless indicate
health and addictions more often were their problems. Of all the people counted, 35% were homeless for
1 year or more, with some stating they have been without a home for more than 10 years, and 24% were
newly homeless, being without a permanent home for less than 30 days (p. 15).

Those surveyed were asked directly if they considered themselves Aboriginal; 30% of the
respondents self-identified as Aboriginal, indicating this group is over-represented in the homeless
category, as Aboriginals make up only 2% of the GVRD population (p. 27). Street homeless among those
surveyed revealed that 70% were Aboriginal (p. 27), suggesting Aboriginal homeless people avoid
shelters; they are inadequately served by shelters; or, they were under-reported by shelter staff. Women
made up 26% of the total counted homeless, while Aboriginal women accounted for 36 % of the
homeless population (p. 11). “There were proportionately more women among the total Aboriginal

homeless population (35%) than among the total non-Aboriginal homeless (27%)” (p. 27).

2.10 Colonization’

The Royal Commission on Aboriginal People (1996) was established to better meet the growing
needs of Aboriginal peoples in Canada. The RCAP Report Card (Assembly of First Nations, 2006) has
recently issued the federal government an inclusive failing grade for their failures to provide the
necessary changes in the economic, social, cultural, and health status of Canadian Aboriginal peoples.
The Report Card condemns the Canadian government'’s lack of progress, stating:

The reality for First Nations communities today is ongoing poverty [formatting in original], and an

increasing gap in living conditions with other Canadians, which were reported during the RCAP

" Information from this section may appear in the literature review of PhD student, D. Kurtz. In 2007, |
worked as her research assistant while also writing my own review; | researched material relevant to both
our studies.
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hearings. Any major improvements in individual communities or regions have been led by those

communities for those communities [not by the Canadian government] (p. 2).

The Assembly of First Nations remains acutely aware of the ongoing conditions of poverty in which many
Aboriginal Canadians live, and of the inequities in adequate health care they continue to face today. In an
attempt to improve the health of Aboriginal peoples, various health initiatives have been implemented
(Romanow, 2002; National Aboriginal Health Organization [NAHO], 2002). However, according to the
Report Card, not many of these critical initiatives are succeeding, as the current conditions of Aboriginal
peoples would suggest. Healthcare professionals, policy-makers, Aboriginal communities, and the
general population should be aware of these cultural contexts in order to end racial discrimination, and to
better assist Aboriginal communities in the fight against the spread of HIV/AIDS.

One of the predominant contributing factors for higher HIV-infection rates in Aboriginal peoples is the
lasting effects of colonization and the residential school system in Canada. The Canadian Institute for
Health Information (CIHI) (2004) confirms Aboriginal people identify the legacy of residential schools as a
determinant of health that has significantly contributed to their poorer health status. As seen on the
streets of many urban cities across Canada, the historical impacts of colonization have led to much
poverty, lack of education, emotional trauma, and other social problems for many Aboriginal peoples
(Boyer, 2006; Chrisjohn et al., 2006; Fournier & Crey, 1997; Wesley-Esquimaux & Smolewski, 2004).
Boyer confirms: “Colonization, racism, the Indian Act, residential schools, laws, policies, and regulations
that have subjugated Aboriginal women to a lifetime of violence, poverty, and degradation have created
the crisis in Aboriginal women’s health today” (p. 19).

Residential schools were begun by churches in the 1840s. They were later institutionalized by the
Indian Act of 1876, which sanctioned Canadian government personnel (the Ministry of Indian Affairs) to
remove Status Indian (not Aboriginal) children from their homes to be placed in residential schools
(Heritage Community Foundation, 2002). Children were prevented from learning basic parenting skills,
cultural traditions, and their Native way of life. Many others were subject to physical and mental abuses
which strongly affected their self-worth as they grew up and attempted to parent their own children

(Chrisjohn et al., 2006; Fournier & Crey, 1997).
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The residential school system virtually wiped out seven generations of parenting skills. Sure, the
schools were of a patriarchal nature, but this is not the same as basic parenting skills. And when this
void is present, the need is to fill it...with drugs, alcohol, obesity, abuse, whatever works to fill this
void of not knowing how to effectively parent our children (Mairs, personal communication, LPRC,
2003).

Many researchers confirm the immediate and lasting effects of this period in Canadian Aboriginal
peoples’ lives (Boyer, 2006; Chrisjohn et al., 2006; Fournier & Crey, 1997; Frohlich et al., 2006; Wardman
et al., 2005). The impact of residential schooling has influenced the multitude of social determinants
facing Aboriginal peoples. These, in turn, have shown health-related links to higher rates of HIV-infection
among this population. Repercussions from the residential school system are still evident today. They
impact many Aboriginal families in many ways (Boyer; Browne and Fiske, 2001; CIHI, 2004). The effects
of the residential schools can lead to feelings of low self-esteem, resulting in depression, abusive
relationships, economic difficulties, substance abuse, and ultimately suicide (Boyer; Chrisjohn et al.,
2006; Fournier & Crey, 1997). All of these in turn become contributing factors for the prevalence of high
risk behaviours among Aboriginal peoples.

To date, limited qualitative literature exists about the experiences and perceptions of Aboriginal
women who are living with HIV/AIDS. Little has been published which looks at the daily experiences of
HIV-positive Aboriginal women and the many barriers they face in the context of living with their illness.
This literature review has focused on a number of key barriers to healthy living that the women face, and
has contextualized them in relation to the higher risks for infection that remain a constant challenge to
many Aboriginal women. It has highlighted a number of gaps in the literature where statistical reporting
fails to take into account the lived experiences of the women. It has also helped to reveal the need for this
study, which builds on previous qualitative works by Ship and Norton (1999, 2001) and McCall (2006)

that focused primarily on Aboriginal women living with HIV/AIDS.
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3. 3" Stanza: Shapeshifting

One woman, who instead, should be revered
as an Elder by now, is coughing with a cold and
in between puffs on her inhaler casually says
she’s HIV, as if commenting on the weather.

Sometimes events or ideas and their meanings appear simple: an Elder in our midst, a casual
comment about one’s HIV-status, a label such as Aboriginal research. Other times, the layered meanings
of such occurrences and ideologies in which they are embedded need to be explored further. Why does
this woman deserve the kind of respect given any Elder? What meaning lies within her experiences of
being HIV-positive? And, how should an Indigenous researcher approach sacred gifts of knowledge?

Through “shapeshifting®”

of conventional forms of methodology into an Aboriginal framework (Cole, 2002;
O'Riley, 2004), | explore ways to learn, to present, and to disseminate Aboriginal knowledge in ways

respectful of traditional Indigenous knowledge.

* % %

3.1 Research Paradigm

This research is focused explicitly on understanding the experiences and perceptions of Aboriginal
women living with HIV/AIDS. Stigmatizing attitudes and language towards Aboriginal women have
serious impacts upon the women'’s lives (Barrios & Egan, 2002; Browne & Fiske, 2001; Hill & Kurtz, 2008;
Kurtz et al., 2008). This is most poignantly the case in the lives of Aboriginal women living with a
stigmatized medical diagnosis such as HIV/AIDS. Two guiding research questions were asked during
conversations with participants in this study: 1) What is it like for you, living with HIV right now? and 2)
What would you want other people to learn from your experiences? With the insights and assistance
gained from the participants’ shared stories, this project adds to the qualitative literature in this research

area. Harding (1987) and Lather (1992a) distinguish between the terms methodology and method.

8 Shapeshifting is a term used by Cole (2002) and O’Riley (2004) to describe a shift in the emphasis of
research away from Western imperialist standards towards Aboriginal methodologies whereby decision-
making processes and positions shape who, how, where, and why Aboriginal research is to be performed.
This topic is further explored in its own upcoming section.
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Similarly, | refer to methodology as “the theory of knowledge and the interpretive framework[s] that guides
a particular research project,” and to method as “techniques for gathering empirical evidence” (Lather, p.

87).

3.2 Theoretical Perspectives

using aboriginal knowledges protocols and practices rather than western ones

is seen by the colonizer as being problematic

our methodologies and protocols are not deemed to be scientific

or rigorous or valid they're seen as being primitive second class at best

our methodologies don't fit the white rules the house rules dealer’s choice

and of course, our protocols are simply pre-Columbian

how our elders say (though notin so many words) has it come to be

that scientific rigor (mortis) has infected this land of our ancestors

how have the mis taken assumptions of science come to be privileged

over other ways is the scientific method itself not fundamentally flawed

an intellectual virus which has become the agent of transmission for western hubris

so is perpetrated ad ministratum (Cole, 2004, p. 16).

Cole (2004) discusses the problems of using Aboriginal methodologies within academia. On the
same topic of Indigenous education, Elder Rose Point suggests that “intelligence is not an excuse for
common sense” (personal communication, 2008). Verna Kirkness talks about “standing on the shoulders
of those who have come before us” (personal communication, 2008). The theoretical perspective in which
I ground my research is Indigenous knowledge, informed by scholars such as Archibald (1997), Battiste &
Henderson (2000), Brown (2004), Brown & Strega (2005), Cole (2003), Graveline (2000), O'Riley (2004),
Marsden (2005, 2006), and Urion (1999). While | do not present any new theoretical perspectives, | build
on the integrity of Indigenous knowledge, and strive for my own Indigenous research to find its own ways
of being in the academy within the transformation of Indigenous learning. There are multiple ways in
which Indigenous knowledge can be (re)presented, such as through family, community, work, and the

university. Vine Deloria (1995) comments on the nature of Aboriginal knowledge.
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The problem with Indian traditions is that hardly any open minded scientist has heard them, and an
even lesser number know how to listen to Indian Elders, catch the nuances of meaning, and be
prepared to elicit the proper information from the story (p. 232).

To “catch the nuances of meaning” in this study, | have received constant guidance from a
Community Mentor, one whom | consider to be an Elder in her own rite, her own degree of Aboriginal life-
experience. Self-identifying as an Aboriginal woman, she has experienced family-member effects of
HIV/AIDS, poverty, and homelessness, and has extensive work experience with non-charitable
foundations such as Food Banks, Homeless Shelters, and Aboriginal and AIDS Service Organizations
[ASOs]. Priscilla has provided ongoing feedback throughout this study in relation to the invitational
prompt questions and thematic analysis of the participants’ stories. Smith (1999) states, “the word itself,
‘research,’ is probably one of the dirtiest words mentioned in the indigenous world’s vocabulary” (p. 1).
“Research is one of the ways in which the underlying code of imperialism and colonialism is both
regulated and realized” (p. 7). My goal, through an Aboriginal perspective, or methodology, is to remove
the negative stain of research and its regulated code of Western standards from this study. Instead, |
hope to change “the angles of western gaze” (O'Riley, 2004, p. 90) for the benefit of the participants, our
community, healthcare providers, and interested/willing scholars. About theoretical frameworks and the
paradigm shifts still to be made within academic thought processes, Cole (2002) states,

a framework in not just an architect/ural or /tectonic manifestation of a blueprinting

For us it is the enactment of a respectful relationship

with the rest of creation which shares the earth  with us

a framework is never a noun never simply a metaphor

it cannot be captured thus as a part of speech a figuration

it is more than any words which attempt to denote it

a framework is a journey/ing with (Cole, p. 453).

O'Riley (2004) advocates for such a paradigm shift also.

From arrogant and self-referential reflections to more modest and shared research practices [that]

might invite and embrace diversity of knowledge communities, and stimulate disruption and
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shapeshifting of research on Aboriginal and other “othered” communities towards a more equitable,

habitable, and sustainable world for all people all living things with the environment (p. 90).

| intend my research to be just this, a sound example of an Aboriginal research paradigm that goes
beyond the rhetorical efforts to push boundaries of the Western Institution(ally) accepted theories. |
expect my theoretical framework of Indigeneity to do as O’Riley suggests, to prompt a shift in the angle of

“Western gaze,” (a notion that will be further discussed in its own upoming section).

3.2.1 Indigenous Education and Knowledge

Marsden (2006) affirms Indigenous education to be holistic; it includes the procedures necessary to
sustain equilibrium among people and their society, environment, and other beings. Urion (1999) believes
traditional knowledge is often presented as a metaphor—effective because an information rich idea
allows for various insights for various situations. This practice requires the learner to be an active
participant in the reading of the metaphor in order to benefit from the traditional knowledge.

“Traditional-based Indigenous world views...are those dynamic systems of beliefs and values that
have arisen from long-term, intimate relationships between and specific lands, waters, and beings”
(Marsden, 2006, p. 137). This worldview reflects the ethics of holism, involving interdependencies of the
mind, body, spirit, and environment, fostering a considerate and honourable connection of the individual
with others and the world at large. Indigenous health educators are Elders, senior relatives, and less
often, those who possess specialized knowledge. Anyone granting traditional knowledge to aid the mind
or body, or reinforcing cultural behaviour (to be a good person) is at that time a health educator. The
specialist, a healer, is one who has dedicated much time gathering traditional knowledge prior to sharing
or practicing this knowledge (Marsden). About Indigenous education, Verna Kirkness recently implored
our current “third wave” of Aboriginal scholars, “The Elders have opened the doors. You can do better;
you can do more” (personal communication, 2008).

| do not advocate that one system of knowledge is better than another, nor should one be priviledged
over another. Instead, | suggest that researchers find connections and solutions to community problems

through collaboration and respect for the two different worldviews, Western and Indigenous. Having said

33



that, researchers should also not have to justify the use of Aboriginal methodologies; they already exist

and for good reason, as many Indigenous scholars cited througout this study demonstrate.

3.2.2 Shapeshifting Research

O'Riley (2004) asserts shapeshifting research on Indigenous peoples requires immense concessions
on the part of Western epistemological methodology. Presently, there is a grave imbalance weighted in
favour of Western academic knowledge systems, which have an imperialist legacy in the belief that theirs
is the only right way to perform valid research, and that knowledge for its own sake is appropriate. She
likens current research methods to colonial acts; research is performed on, while rarely benefiting,
Aboriginal peoples. In order for Canada’s Indigenous people to become self-determining where research
is concerned, they must be in decision-making positions shaping who, how, where, and why Aboriginal
research is to be performed.

While Western discourses are thought to be the apex of knowledge, these have caused worldwide
destruction: poverty, pollution, climate change, and atmospheric damage (O’Riley, 2004). Indigenous
knowledge is now considered necessary to save the world. She sees the collection of traditional
ecological knowledge (TEK) to be a neo-colonial act; Indigenous people are required to donate this newly
worthy information. But Indigenous people must maintain control, for one part of TEK (i.e. ecological)
cannot be removed from its holistic relationship to “humans, animals, plants, natural forces, spirits and
land forms of a particular locality” (Battiste & Henderson cited in O'Riley, 2004, p. 86). Deconstructing
Indigenous knowledge to fit Western paradigms violates its interconnectedness and weakens its viability

(O'Riley).

3.2.3 Health Narrative Topography

The methodology | have chosen for analyzing the women'’s life-stories about living with HIV has been
adapted from Arthur Frank’s book, The Wounded Storyteller: Body, lliness, and Ethics (1995). Frank’s

illness narrative topography is constructed of three main genres: Restitution, Chaos, and Quest, the
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thematic frameworks within which he views the stories of most people facing an illness®. Seriously ill
people need to think differently; before they became ill they had a sense of direction, where their life may
be going and how they may get there. With the onset of illness, and the loss of their “destination and
map” (Frank, 1995, p. 1), they may learn through telling the story of their iliness . This is done through
hearing themselves speak it or though others’ responses to it. The act of sharing helps them to create a
new map. Frank indicates there are two sides to these illness stories: the personal and the social. The
personal element of telling illness stories aids the changed body to become recognizable to the teller.
The stories become social when they are told to someone. The structure of iliness is formulated by
stories told by friends and family, advertisements for aliment remedies, and which symptoms are and are
not related to the doctor. People have been socialized as to what information is and is not acceptable to
reveal.

lliness can be viewed through an historical as well as a present-day lens (Frank, 1995). In pre-
modern times, Frank contends ill people did not know what afflicted them, or that illnesses could be
deadly. The most they could do was describe their symptoms and be cared for by family or those skilled
in ethnomedicine. Modern times brought the introduction of skilled professionals using medical jargon in
an authoritarian voice, with the patient surrendering the narrative voice. In post-modern times, the ill
person is taking back his or her voice. They are using iliness stories to construct a life after illness, to
create new pathways while existing within their healed, healing, or wounded bodies.

Frank (1995) also describes this historical shift in illness and medicine as a movement towards “The
Remission Society” (p. 8). The modernist methods of an institutionalized medical system allow for ill
people to escape death, but define people as being either sick or well. Subsequently, a person surviving
a serious disease or living with a chronic illness, does not go back to being well; rather they see
themselves as in remission. Their condition remains socially hidden, until it must be revealed. For

example, a man in an airport is required to disclose he has a pacemaker. His condition becomes an

% As | stated in 1% Stanza of this thesis, | do not believe the discourse of “illness” is necessarily the most
appropriate term for the women in this study. Rarely, if at all, do they refer to themselves as “ill”, or to
their stories as narratives about “illness.” Instead, the women’s speak of physical, mental, emotional, and
spiritual health and well-being. In the 5" Stanza, | have chosen to use the terms of “health” and “well-
being” instead of “illness”. However, for the purposes of giving an overview of Frank’s theoretical
perspective, and a synopsis of each specific genre, | continue to use the “illness” discourse for now.
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immediate concern, in order to pass through the metal detector; his remission status temporarily fades.
Modernist medicine is likened by Frank to colonialism. During treatment the doctor claims control over the
patient’s body. Those with long term or chronic illness can become frustrated or angry under medical
care, feeling they have lost their status as people. Instead, they become patients. In the early stages of
modernity, a new social type of sick person emerged, as not everyone died from their disease. However,
in order for medical success, the individual's suffering had to be reduced to a general medical view. This
form of colonization was deemed acceptable if it provided a cure. Post-modern and post-colonial ill
individuals want their own suffering recognized, along with their place within the medical narrative.

Frank (1995) uses a political colonialism model to express the concerns of those in remission that
have experienced medical colonialism. He relates a story of a man’s reconstructive surgery. His case
was written in a medical journal, but his name was never mentioned, though his picture was included. As
an individual he was ignored; he was no more than an ill body. This article belongs to the doctor, not to
him. “This is exactly the colonization that Spivak speaks of: the master text of the medical journal article
needs the suffering person, but the individuality of the suffering cannot be acknowledged” (p. 12). Post
colonialism results when iliness stories do not include medicine or doctors, rather they are told to others
who are in remission, and are “taking responsibility of what their illness means in their life” (p. 13).

According to Frank (1995), within this medicalized colonialism, modernist medicine sees illness
responsibilities given over from the patient to the physician, who is dedicated to professional codes over
an individual's concerns. However, personal responsibility is paramount in the post-modern era.
Storytelling, like that shared by the women in this study, facilitates this; it assists the understanding of the
transition of the ill person’s identity. It also guides the listener’s own self-formation, which in turn,

validates the value of the story and its teller.

3.3 Methods

Researchers have reported many cultural factors associated with Aboriginal women being at higher
risk for infection and lower physical and mental health (Browne and Fiske, 2001; CAANb, 2004; Dion
Stout, Kipling & Stout, 2001; Health Canada, 2006; Legare, Ross, & Bognar, 2003; RCAP, 1996; Smith,
2002; Waldram et al., 1995; Wardman et al., 2005; Watson & Bell, 2005; Vernon, 2001). However, more
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in-depth questions arise, such as: What are some of the experiences of Aboriginal women relating to
health concerns, education and prevention, cultural influences and traditional values? How are the
women living with their experiences of fear, isolation, and oppression? And, what factors empower the
women to live well with their illness?

The primary method of gathering material for this study is narrative inquiry through conversations
between researcher and participants.

Conversation is a basic mode of human interaction. Human beings talk with each other—they

interact, pose questions, and answer questions. Through conversations, we get to know other

people, get to learn about their experiences, feelings, and hopes and the world they live in (Kvale,

1996, p. 5).

Using a broadly participatory approach we (the participants and I) have developed life-stories and
have identified possible health-related improvement measures. The stories provide an avenue for
participants to voice their triumphs and challenges about being an Aboriginal woman living with
HIV/AIDS, and, for the greater community to hear first hand, important information such as this. They
may also be distilled into future research reports that can be used to frame subsequent interactions
between community leaders, service providers, and policy makers in community forums. The analysis
may also frame future quantitative work and be a legacy that can be used by the community for other

related purpose.

3.3.1 Narrative Inquiry

| use narrative inquiry (NI) as an in-depth, descriptive, interpretive strategy for representation of the
women'’s lived experiences and perceptions. “Qualitative research is a form of inquiry in which
researchers make an interpretation of what they see, hear, and understand” (Creswell, 2007, p. 39). Nl is
a way to present and to extract understanding about the ways in which people make sense of their world.
The method has more to do with how participants (and researchers) interpret things (Reissman, 1993).
Narrative is a way by which we speak or write about and make sense of our world and interpret our

experiences and perceptions about the life stories we live. Personal narrative gives order and a sense of

37



cohesiveness to one’s life (Mathieson & Barrie, 1998). Because NI “gives prominence to human agency
and imagination” (Reissman, 1993, P. 5), it is well suited to Aboriginal methodological studies about
participant subjectivities and identities. Reissman also notes that it is because of this participant
subjectivity, rooted in time, place, and experience, that we value narratives. Indigeneity is about time,
space, place, and the fluid process of life. Brown suggests, “Look out the window; Indigeneity is all
around us” (personal communication, 2007).

Narratives provide not only subjectivity about a phenomenon being studied, but also a
methodological approach that recognizes there is not one singular, empirically found truth (Clandinin &
Connelly, 2004; Reissman, 1993; Richardson, 1997). This fluid, multiple notion of knowledge is
consistent with Indigenous knowledge.

| believe the NI method best complements the Aboriginal methodological framework in which this
study about personal experience is situated. Scholars such as Dion Stout, Kipling, & Dion (2001), Battiste
& Henderson (2000), Evans et al. (n.d.), Kirkness and Barnhardt (1991), Kurtz et al. (2008), and Ship and
Norton (1999, 2001) inform my decision by the ways in which their chosen theoretical frameworks
illuminate Indigenous knowledge as a priority to researching concerns and issues relevant to Aboriginal
communities. In particular, the NI framework of Clandinin and Connelly (2000) guides my primary
research method.

Clandinin and Connelly (2000) use the concept of experience developed by Dewey (1916, 1922,
1929, 1934, 1938, cited in Clandinin & Connelly, 2000). They refer to experience as “both personal and
social. Both the personal and social are always present” (p. 2). This experiential relationship is
considered when Clandinin and Connelly, who are educational researchers, examine an individual
student’s learning. They recognize learning takes place within a social context consisting of other
students, a teacher, and that it takes place within a school, the larger community. Dewey (cited in
Clandinin & Connelly, 2000) indicates continuity is a principle element of experience. Past experiences
cultivate present experiences, which guide future experiences. Clandinin and Connelly say this is a key
concept in their education research, whether it is concerning “a child’s learning, a school, or a particular
policy, there is always a history, it is always changing, and it is always going somewhere” (p. 2).

Experience fluctuates between the personal and the social.
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NI is both the occurrence being studied and the technique of study. According to Chandinin and
Connelly (2000), narrative inquiry is both the “embodied individual and social stories” (p. 4), and the
structure used to research, collect information, and compile storied depictions of individuals’ lives. The
authors find their type of inquiry has found a broader use among researchers in various disciplines of the
social sciences over the past 20 years of their career. For example, Geertz (in Clandinin & Connelly)
reflects on his life as an anthropologist and his work over a 40 year career. He sees change, large and
small, affecting every aspect of his work. Change is found in the town he studied, and in the world
encompassing it. Change is also within the anthropologist and his disciplines, morals, values, and
methods. He believes careful observation and gathering information for later study reveals the
connectedness of all things, “to produce a sense of how things go, have been going and are likely to go”
(cited in Clandinin & Connelly, p. 6). Along this same vein, Bateson, an anthropologist whose field of
study is learning, sees adaptation and improvisation to life’'s uncertainties as a means of allowing “the
past to be connected and have continuity with the future” (cited in Clandinin & Connelly, p. 7).

Clandinin and Connelly (2000) are pragmatic about NI's implications for everyday living and learning.
This notion is especially relevant to my research with Aboriginal women; | believe they are the experts of
their experiences, and that we, as a greater community, have much to learn from them. Clandinin and
Connelly speak of Cole, a teaching practitioner of psychiatry, who was encouraged by his residency
supervisor to use narrative inquiry to listen to his patients. While the patient becomes teacher, the doctor
becomes student, learning from the stories of a “lived life rather than the confirmation such a chronicle
provides for some theory” (p. 12). A patient should be carefully listened to, for diagnosis purposes
because “what we say tells us what is happing to us—what we are thinking, and what may be wrong with
us...their story, yours and mine—it is what we all carry with us on this trip we take, and we owe it to each
other to respect our stories and learn for them” (Williams cited in Clandinin & Connelly, p. 13-14). My
motivation and purpose for this study remains the belief that Aboriginal women living with HIV have a
particular story to tell, one that should be heard and understood by many. Once we can accomplish this,
bringing forward such richly lived stories to become a part of mainstream knowledge and awareness,
then, and only then, can the women'’s experienced marginalization and stigmatization begin to unfold and

to dissipate.
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Clandinin and Connelly (2000) suggest narrative elements of any story include emplotment,
character, scene, place, time, and point of view. In an endeavour to relate narrative ideas, they illustrate
narrative thinking by employing a metaphor. A lathe, which is a woodworking tool, when found in various
places, such as schools located in a wealthy suburb, an inner city neighbourhood, (or Aboriginal
communities), will have vastly differing uses and will make various items in the hands of different people.
The lathe has a social context which varies in time and place and this will produce an array of possible
outcomes. These are fundamental characteristics of NI. Narrative thinking requires context. Lived
experiences, thus becoming narrated stories, are reflected in grand narratives that, “think in a language
of objectives, think in terms of observable behavior, think numerically, think causally, think generally with
a god’'s-eye view, think about the here and now” (p. 25). | remain hopeful that the women’s stories in this
study can be read within the context of a metaphor like the lathing tool. Each woman is unique, and their
lived experiences, although touched by the same tool (an HIV-diagnosis), have differing individual

contexts, social contexts, and vary in their stories of time and place.

3.3.2 Merging Indigenous Knowledge and Shapeshifting Research
with Narrative Inquiry

Brown & Strega (2005) consider the process of storytelling as important as the story itself. “We
resist colonial models of writing by talking about ourselves first and then relating pieces of our stories and
ideas to the research topic” (p. 98). Tobias (2001) suggests “[t]he social scientific model of inquiry has
been parachuted in on top of the traditional indigenous way of passing knowledge from one person to
another” (p. 42).

According to Brown and Strega (2005), Indigenous epistemology “includes a way of knowing that is
fluid and experiential, derived from teachings transmitted from generation to generation by storytelling;
each story is alive with the nuances and wisdom of the storyteller” (p. 27). The notion of story in the
Aboriginal tradition of sharing knowledge is not to create them, but to convey them (Marsden, 2005). The
women in this study have an important story to convey about their experiences living with HIV/AIDS.
Indigenous scholars such as Blue Cloud (1996), Cole (2002, 2003, 2004), Graveline (2000) and Ortiz

(1996) use storytelling as a form of academic writing. | use storytelling in the last Stanza of this thesis.
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And while | acknowledge that different storytellers and stories may have different meanings when shared
with different people, and for different reasons, | believe my role as researcher in this storytelling process
has not impeded the ultimate and still multiple messages of the women.

Silence is not always absence somel/times it is the un/heard the un/hearable

what cannot be seen or other/wise experienced (Cole, 2003, p. 59).