This manuscript is a reaction to the high prevalence of breast cancer amongst Aboriginal women. Our work
calls for more attention to the effects of race, gender, and class on cancer fears and related experiences.
The shock of a cancer diagnosis and fears of recurrence can leave patients feeling that their lives are out of
control. Combining the visual method of photovoice with focus groups and in-depth interviews, we develop
an understanding of cancer experiences that includes fears related to: socio-economic realities; supporting
families both emotionally and financially; environmental concerns, especially those that arise from living on
reserve; race and racism; and cultural beliefs. Breast cancer experiences are shown to be significantly linked
to history and the impact of colonization, neo-colonialism and point to the importance of a postcolonial
feminist framework and cancer support policies informed by a lens of cultural safety.
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Introduction

Breast cancer is the most common and invasive cancer
amongst women and the second largest cause of cancer-
related death.[1] A Canadian woman’s risk of developing
the disease in her lifetime is approximately one in nine.[2]
Survival rates have increased with advances in treatment and
cancer detection3-4; the breast cancer death rate in Canada
is currently the lowest it has been since 1950.[2] Although
Canadian cancer registries collect limited statistical data
across different racial groups,[5] the incidence of breast
cancer appears to be rising more quickly in Aboriginal
(Métis, Inuit, and First Nations)[6 p.xi] versus non-Aboriginal
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women|[1] and survival rates are also poorer[7]. First Nations
women have a higher likelihood of being diagnosed at a
later stage of breast cancer and worse diagnoses.[8] Racial/
ethnic disparities in surviving cancer are higher in breast
cancers and other cancers that can be detected early and
successfully treated.[9]

Despite increased survival rates in the general population
breast cancer fear and distress are pervasive.[10-11]
Moreover there is a lack of research with Aboriginal people
on their medical care satisfaction[12] and the effect of
ethnicity on cancer experiences and associated fears.[13-15]
Cancer care and survivorship experiences may be heavily
influenced by race, gender, and class, [5,16] yet experiential
research is scarce,[17-19] and fears have not been explored
from the perspective of Aboriginal women. The few studies
that have been done reveal cultural silences with respect to
cancer: “Speaking about cancer brings negativity ... | am
not sure if it’s not the breast | don’t think it’s the breast thing
I think it is a culture thing, we don’t want to hear it.”[20]



This manuscript is a reaction to the prevalence of breast
cancer in Aboriginal women and the calls for more research
into the effect of race, gender, and class on cancer care and
cancer experience.[14,17-18] Our aim was to develop a
contextual understanding of the meaning of breast cancer for
Aboriginal breast cancer survivors.

Theoretical framework

Social epidemiological considerations

Links between social, economic, and political forces
and social determinants related to health outcomes and
services are increasingly recognized as important yet remain
marginalized in debates on health policy and in health
literature.[21] Knowledge of these links provides an initial
lens through which to understand the stories of Aboriginal
breast cancer survivors. Aboriginal peoples continue to
suffer social and economic inequalities that are linked to
histories of cultural genocide and colonization. Although
social problems have been linked to this historical trauma
the relationship with physical health is not as consistently
understood. Failure to address these underlying social forces
has led to inadequate explanatory frameworks.[22]

Much of the Canadian literature on class, socio-economics,
and breast cancer is epidemiological.[5,23] A Canadian
survey distributed to breast cancer survivors revealed
that 50% endured a period of financial need during their
treatment and diagnosis; the loss of income had a more
profound impact on women with lower socio-economic
status.[24] Other research suggests that mortality rates due
to breast cancer are higher for lower-income women.[25,26]
Mackillop et al. note that women with household incomes
<$20,000 have a 5-year survival rate of 64%; this rate is
substantially lower than 76% for women with household
incomes >$50,000.[27] In addition the overall increase in
rates of survival mask worsening rates for some groups (e.g.
African American women in the United States and Aboriginal
women in Canada) associated with access to protective
measures, knowledge, preventive health care, self-esteem,
environmental exposure, occupational exposure, early
detection (in the case of breast cancer), and access to quality
medical care.[28] While cancer rates among Aboriginal
peoples are historically low, rates for some cancers in
some regions are increasing dramatically.[29] Survival rates
from cancer and breast cancer are also lower in Aboriginal
populations.|[7]

Aboriginal  health  scholars increasingly argue that
socio-economic and income inequality has important
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consequences for the well-being and health of Aboriginal
people, especially women and children.[30] Some of the
highest poverty rates in Canada are amongst Aboriginal
peoples.[31,32] According to the Canadian Center for Policy
Alternatives, “[n]ot only has the legacy of colonialism left
Aboriginal peoples disproportionately ranked among the
poorest of Canadians ... disturbing levels of income inequality
17132 p.3] Many Aboriginal people also suffer
from insecure living situations. Problems with housing

persist as wel

include severe overcrowding, disrepair, and a lack of basic
necessities and are associated with negative consequences
for health.[33] Other related problems are a lack of income
for quality foods and difficulty accessing medical services
and consumer goods.[34]

Social epidemiology combines economic with social
inequalities when considering the health of ethnic
minorities.[35] Social inequalities include discrimination,
perceptions of discrimination, and racial harassment, which
are identified as markers of stress that increase negative
outcomes of disease.[35] Social epidemiological researchers
commonly define social justice within individual, risk-
based frameworks. Prescriptions for social justice often
lie in enabling disenfranchised and marginalized peoples
to adopt healthier behaviours.[36] However, some social
epidemiological work more readily addresses structural
variables that are also detrimental to peoples’ choices and
health.[35] This ongoing work draws on a more structural
approach in an attempt to identify “un-healthful forces”
that are linked to unequal health outcomes.[36 p.465]
This epidemiological work calls for intervention strategies
to reduce disparities,[9] which we argue draw attention to
the importance of including a postcolonial feminist and
culturally safe lens.

Post-colonial feminist theories

Post-colonial feminists recognize intersections of race, class,
and gender as well as women'’s agency and subjectivity,[36]
arguing that it is essential to begin with the standpoint of
the oppressed and hear voices that have been lost.[38,39]
Important to postcolonial feminist scholars are concerns
related to colonialism, neo-colonialism and the continued
impact on people’s lives.[38-39]

Postcolonial feminists have transformative social change
as their goal. Postcolonial feminists illuminate connections
between gendered positioning with class and racialization
while acknowledging colonial histories, neo-colonialism,
and effects on choices, and opportunities:[40-41]
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Racism and sexism found in the colonial process have served
to dramatically undermine the place and value of women in
Aboriginal cultures, leaving us vulnerable both within and
outside of our communities...the tentacles of colonization
are not only extant today, but may also be multiplying and
encircling Native peoples in ever-tighter grips of landlessness
and marginalization, hence, of anger, anomie, and violence,
in which women are the more obvious victims.[42 p.128-9]

Postcolonial feminist theorists aim to address social
determinants of health including historical determinants
formed through colonialism and neo-colonialist relations.
Health inequalities are illuminated through a critical gaze
informed by an understanding of women’s experiences and
contextualized in the wider political, social, economic,
and historical context. The 1876 Indian Act, for example,
meant forced assimilation of First Nations peoples through
appropriating lands, outlawing spiritual and cultural
practices, forced indoctrination into dominant culture
through residential schools, and forced marginalization onto
reserves.46 First Nations women who married non-Status
Indian men or non-Indian men prior to 1985 also lost their
status and rights/protection.[46] This affected their ability
to own property, contributed to increased rates of poverty,
and resulted in poorer heath.43 Some scholars argue that
colonization “provides a context for understanding why the
age-standardized mortality rate for all causes among First
Nations women is substantially higher compared to other
Canadian women”.[42 p.131]

Postcolonial feminists ask why Aboriginal women are
more susceptible to certain health risks yet also warn that
assumptions about class, cultural, and racialized identities
creates/reinforces difference, Othering, and culturalism.[44]
Through the continued effects of colonizing and neo-colonial
practices Aboriginal women have often been identified
as an ‘inferior’ and ‘subordinate Other’.[44] The process
of Othering means that stereotypical (and racialized)
assumptions of identity, culture, and difference are not
reflective of actual identities. In addition theories that
draw attention to specific racial groups risk ‘culturalism’,
or cultural essentialism. Cultural essentialism can result
from well-intentioned efforts to attend to differences within
cultures. For example, Narayan,[42] describes how many
women from ‘Third World" cultures are essentialized based
on the most underprivileged. Similarly, Canadian research
must caution against glossing over heterogeneity and linking
Aboriginal ‘culture’ with social problems related to poverty,
dependency, addiction, and poor health.[42,45]

The problem of culturalism and Othering also applies to the
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interpretation of health statistics and indicators. Profiles of
health and statistics alert communities to important trends
regarding health and illness. However, there are important
risks associated with reporting trends without the context
of social, economic, and historic determinants. The wider
determinants of health evident in the intersection of class,
culture, racialization, historical subjugation, and gender
are easily overlooked in favour of blaming individuals and
groups of people/cultures for lifestyles associated with ill-
health.[45]

Postcolonial feminist scholars introduces the concept
of ‘cultural safety’ as a lens that simultaneously views
individuals in their location and in relation to colonial
marginalization.47 Cultural safety is often used as a lens for
health care workers to “think critically” about themselves
and to be “mindful of [their] own sociocultural, economic,
and historical location” and how this affects their work
with marginalized patients.[44] Cultural safety may reveal
“taken for granted processes and practices that continue
to marginalize Aboriginal women’s voices and needs”.[44]
Here we use cultural safety to analyze the women’s words
and pictures within their location, related to colonization;
and encourage healthcare providers to do the same. Cultural
safety encourages researchers, policy makers, and health
care workers to ensure that the effect of history, especially
colonization, is understood when addressing Aboriginal
women’s health concerns.[45] This does not mean simply
being sensitive to cultural differences or specific needs but
acknowledging inequalities and the effects of colonization
and neo-colonialism, and moving beyond sensitivity to an
analysis of power and discrimination.[48] Colonization has
resulted in a combination of oppression by race, gender, and
class, and therefore any analysis of breast cancer experience
for Aboriginal women should be layered and undertaken
within a de-colonizing framework. Decolonizing research
cannot be divorced from colonial histories and privileges the
voices of indigenous people and offers an avenue towards
empowered resistance.[49]

Methods

We used photovoice, a qualitative research method, to
collect stories from Aboriginal women breast cancer
survivors. Photovoice is a participatory visual method
in which participants take photographs to capture their
perspectives.[51,52]  Current research  suggests that
photography may be a creative and empowering way to
better understand the experiences of populations that
have been marginalized, such as Aboriginal women.[50]
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Photovoice, which has connections to feminist epistemology,
visual knowledge and power literature, is a research tool
that allows research participants to tell their stories and
assess their needs visually.[51,52] Using a combination of
photography, interviews and focus groups, photovoice is
used to empower people to “1) to record and reflect their
personal and community strengths and concerns, 2) to
promote critical dialogue and knowledge about personal and
community issues through group discussions of photographs,
and 3) to reach policy makers”.[53] While photovoice has
been used in ways congruent with our research, to the best of
our knowledge it had not been used to explore the meaning
of breast cancer and Aboriginal health.

Following this method our research used a combination
of photography alongside focus groups and in-depth
interviews.[53] We recruited 14 participants through First
Nations and mainstream news and posters in cancer centers,
support centers, and Aboriginal agencies but two withdrew
due to time constraints. The remaining 12 participants
represented rural, urban, and on-reserve locations in
Saskatchewan. The initial focus group provided an
opportunity for the women to share their stories collectively
and to be invited to take pictures of their experiences.
Because the recruitment process was difficult we had three
different focus groups, occurring in the first three months of
the study. Participants then took photographs over a period of
several months and participated in one, two or three in-depth
interviews until they were satisfied that they had relayed their
experience fully. Many of the women felt that they wanted
to take more pictures to visually relay additional themes and
experiences that came up in their one-on-one interviews.
There was one final focus group at the end of the study with
all of the participants and interested community stakeholders.
Overall the data for this study consisted of over 28 interview
transcripts and 200 photographs, with the women involved
over a period of 14 months.

In the interviews and final focus group the women directed
their interviews with reference to their pictures and we
encouraged the conversation to move from personal stories to
social analysis and possible social and policy changes. Most
of our participants moved to social analysis without specific
questions. The photographs allowed the women to direct
the discussions and reflections. The final focus group held
at the end of the project was an additional opportunity for
critical dialogue among the research team, participants, and
breast cancer stakeholders concerning the women'’s shared
experiences and reflections on how to enhance cancer
care. Stakeholders included those representing the Breast
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Cancer Screening Program of Saskatchewan, the Saskatoon
Health Region, Breast Health Center, Breast Cancer Action
Saskatchewan and the Breast Cancer Community of
Stakeholders.

The picture taking by the women participants involved time,
reflection, emotion, motivation, risk, and uncertainty, and
resulted in creativity, depth, enjoyment, and relationship
building. Forexample, Shelley noted that “This was a powerful
exercise, | really liked it...helped me set priorities...what is
important to me.” Unexpectedly, all of the participants did
not wish their pictures or transcripts to remain anonymous;
they preferred to be credited openly for their contributions
because they felt this would help other women survivors and
other Aboriginal women experiencing cancer. This speaks
to the participants’ engagement with this method as well
as their willingness to share their lives to assist others. We
recognized the participants’ rights to be identified if they
wished—especially because of the participatory nature
of this research and amended the ethics application. We
developed a revised consent form, designed to ensure that
participants had a choice regarding their anonymity. To
ensure participatory analysis of the data, as researchers we
continued to see ourselves as learners not “experts”. We used
a grounded theory approach, which allowed our research
team to discover what participants were telling us rather than
to assume a pre-given knowledge.[54,55]

Our participants took pictures to document their realities
and engage in critical reflection both individually and in
group processes using their images and stories to advocate
community and policy changes.[56] During the interviews
and focus groups the women were themselves moved to
discuss immediate fear of cancer, fear of recurrence, as well
as the social context of their lives. This is understood as a
benefit of this research method.[57] Through photovoice,
participants are empowered to represent and also enhance
their communities through the documentation of their
life experience through photography.[53] Community
members are thereby offered an opportunity to assist in the
development of relevant policies.[53,56]

Limitations of the study include time-constraints and cultural
protocols. For example, a number of women shared that they
could not take pictures of natural medicines, Sweat Lodges,
Sun Dance or other ceremonies, because they are sacred.
Another limitation concerns the connection of photovoice
to social policy. Minkler,58 for example, asks whether a
focus on participant’s contribution towards enhancing their
lives and others may take away from broader community
responsibilities and cast social problems as individual
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problems.

Although the women showed resilience and strength and
reacted positively to the methodology, fear was the most
predominant feeling expressed.

Results
Fear

While the women in our study showed strength and
profound resilience, fear also persist. The women spoke of
the fear associated with diagnosis noting that this fear was
devastating and often linked to dying. Marion said that she
never thought that cancer would happen to her and was
totally devastated, linking it to death; “...all I thought about
was death...and | realized that after a while, like, it'’s not
necessarily a death sentence.” Sandra associated fear with
dying and describes feeling a fear more powerful than any
that she had ever experienced:

...I've been afraid of... when... you think your babies

not breathing and your heart stops.... You know my

mom died and my divorce fell apart.... | have never
been that afraid in my life.

The participants’ words also craft powerful imagery of
spinning, being wounded, and feeling isolated. Sandra talked
about feeling as though she had no control over the direction
of her life:
[It was like]...somebody had blindfolded me and
spun me in circles and then took them off and wanted

me to find my way...And | couldn’t do it because |
had no idea which direction | was going.

Fear of cancer recurrence (FCR)

The fear that plagued many of the women participants upon
first diagnosis persisted throughout their treatments and after
they were declared in remission. Fear of cancer recurrence
(FCR), defined as a concern of cancer returning, metastasising,
or progressing, was also common.[59-61] Many talked about
how everyday occurrences, such as developing a cold-sore,
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or having a sore throat, became a source of fear. Sandra
said that her first explanation for anything different that she
experiences is always cancer:

Like I count my freckles and my spots and | feel

them....whenever something happens... the first
thing that comes to my mind is cancer.

Using winter and herself in a tipi as a metaphor, Sandra talked
about FCR. For her, standing in the bare tipi symbolized
feeling exposed to cancer—even though she has been in
remission:
...I wanted to take this because it’s like, winter,
everything’s sleeping...that's how | feel about the

cancer inside of me too... That it’s still sleeping. And
| feel very exposed, all the time.

See Figure 1: Exposed

Fear of racism and othering

Sandra described a number of things about the picture of
herself in the tipi (above) over and above her fear of cancer
recurrence. The image also represents her exposure to false
and harmful generalizations and her fear of being stigmatized.
She explains,
This one... the tipi...it's a skeleton, the skins are
missing, so I'm exposed ...You see the past...and the
present. That's me inside of there. I'm trying to hide,

but I'm not hiding...you can very much see. You can
see that I’'m an Indian, for me, | can see that.

Cheryl connected financial stresses to her experience as
an Aboriginal woman and also talked about being wrongly
defined through racial terms. She experienced discriminatory
treatment when dealing with government programs when
cancer left her unemployed. She went to her Member
of Legislative Assembly, Member of Parliament, and the
newspaper (Saskatoon Star Phoenix) to deal with how she
had been treated through the welfare system, community
resources and services. She said the questions she was asked
about her Aboriginal heritage made it clear to her that she
was being treated unfairly:

Figure 1 — Exposed

/4
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They asked me if | was Aboriginal, and | thought,
“Yes”, and | was going to ask the interviewer, “And
what nationality are you?” Like what difference does
it make?... And then she asked me when | last lived
on the reserve? And | thought, “What does that have
to do with my breast cancer?”

Marjorie’s experiences with a health care professional reveal
the complexity of what it means to be sensitive to ‘race’ in
health care communications. Marjorie recalled an interaction
with one of the nursing staff:

The nurses could be very patronizing...Not taking
anything away from them. They were good at their
jobs. ... When one training nurse got to me, [she’s]
like: “...That’s [Cancer is] kind of hard on you?... We
don’t really see your kind”.

Marjorie then talked about how this affected her:

And then [ asked that lady, “Well, what kind would
that be? Elaborate please. Could you tell me what
kind that is?...She was a training nurse. She got me
...I'was so... pissed off.

The women also talked about fears related to Aboriginal
women’s silence being misinterpreted. Marion spoke of
her own experience and how silence was learned in her
childhood at day school:

I wasn't in residential school, I was in day school,
but the teachers were totally mean and | learned to
be silent. Because | used to always get hit...I was just
afraid...then I realized | couldn’t ask anybody to go
through cancer for me. I had to do it myself. That was
the hardest thing for me, was staying strong.

Sandra expressed how silence is a reaction to racism and
being responded to in certain ways, noting that this builds
over time:

I also know what it feels like to just recoil, because
you're so accustomed to people looking at you and
saying things to you a certain way that you don’t even
want to hear it anymore, or feel it anymore. So you
[are afraid to] ask questions. | don’t put my hand up
in school because | didn’t want them to think I was
stupid.

She continued on to link her history with her fear of asking
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questions and associated problems during treatment.

In the same way, you know, | can see that we don't
want to ask questions or appear too stupid you
know, maybe you don’t even know what a bilateral
mastectomy is.

If your doctor’s telling you...you have these options
of a lumpectomy or a mastectomy or a blah blah, |
mean, you might not have a clue what he’s talking
about....and maybe you don’t want to ask questions
and then you go home and you're stuck now because,
who do you ask?

Sandra talked about her own life situation and being silenced
over time. She said that she was given the strength to speak out
and felt it was her responsibility to speak for those who were
not offered that same privilege. Similarly Marion expressed
wanting to be there for other Native women because she
recognizes their fear, lack of trust and shy disposition:

...why ' would like to be there for other Native women

is because [of the] way, the way Native women are...

A lot of Native women are really shy. Like...most
Native women don’t trust easily.

Marion added that problems with drugs and alcohol were
linked to fear and avoidance for some women on her reserve.
Marion talked about the difficulties she had talking with
women who were dealing with addictions and cancer:
She doesn’t really like to talk about...her experience
with breast cancer. Like she’s been through...drugs
and alcohol a lot, like everyday. So, she doesn’t really
talk about it...when | was first diagnosed ... she had
finished her chemo, this lady... from the same reserve
lam...and ... | was so scared back then, but, but there

was just no talking to her because ... she has such a
different lifestyle.

All of the women agreed on the importance of health care and
other professionals being sensitive to women’s fears related to
racism and stereotypes; this was extended to understanding
certain behaviours within the context of colonial histories.
The women were concerned for themselves and other
Aboriginal women not asking questions or not going for
treatments because of deeply engrained silences and lack of

Figure 2 — Praying at Work
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trust embedded within colonial histories.

Socio-economic fears

Financial concerns also weighed heavily. Sandra shared that
she often felt the “weight of the world” on her shoulders. She
expressed this with a visual image of her praying at work:
Yeah, and that was me on my knees at work. Just
kind of praying. You know, Lord please let me make
it through this day, let me keep my job so | can feed
my children, let me just help me. You know cause a
lot of times | don’t know where I’'m gonna get help

from and, [ feel the weight of the world on my, on my
shoulders ...

See Figure 2: Praying at work

Cheryl indicated that the fear of losing her source of income
and the limitations of Canadian employment insurance were
more difficult than ongoing cancer treatments. She had her
Employment Insurance cut off, was declined by the Canada
Protection Plan, and Community resources all within two
weeks:

So that was a bigger fear than going through the

[cancer] treatments...The treatments were a piece of
cake compared to [finances].

Cheryl’s situation made her wonder what would have
happened if not for the kindness and gifts from her rural
community and, moreover, what would happen to other
women whose communities do not so readily respond
to the needs of their members. Cheryl included a photo
documenting how her community held two fundraisers for
her after she lost her Employment Insurance.

See Figure 3: Support

Sandra recalled an incident where she needed to buy a breast
surgery support bra, but could not afford it. She explains that
another woman in her support group offered to buy her the
bra:

Like I need the bra and | can’t afford it. One woman
says “Well I'll buy you a bra”. And | said well thank

Figure 3 — Support
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you but you're not really getting my message here. |
said, “what? [Are you] gonna buy us all bras?”

With respect to social problems related to class or race the
women talked about how this was often misrepresented by
de-contextualizing a social problem and viewing this as an
individual problem.

Fears related to social and environmental
problems

The women participants who lacked resources and were on
social assistance when they were receiving treatments also
talked about not being able to afford certain recommended
foods. Their stories included information about other First
Nations women who live on reserves, who they felt shared
fears related to social and environmental problems, including
food availability, crisis in communities, and violence:
...Imean you can't tell somebody who lives up in like,
Fond du...[where it costs] like twelve dollars for milk
or... how do you tell these women to eat properly?
...I mean we're just gonna have to, you know maybe

not focus so much on the diet, | mean, even lifestyle
is a tough one... (Sandra)

Dorothy moved to Saskatoon, leaving her home and reserve
during her treatments because of the poor living conditions.
She described the housing and the surrounding environment
and discussed why it was so important for her to move into
the city. Below she talks about the picture of her wood stove,
which is her only source of heat for the cold Saskatchewan
winters:

...my house has never been renovated since it was
new. And I'm living in that house... And that’s my
heat, for winter time ... a wood ... the same thing ...
fifteen years.... I've been asking for them to buy me
a new stove.

See Figure 4: Housing

Dorothy saw a connection between cancer and the
environment, the water, and unused community facilities.
Like many of the women she spoke not only out of concern

Figure 4 — Housing
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for her own welfare:

...the water’s...I think it's maybe contaminating
some place... And there’s a lot of deaths...And that’s
what...really bothers me.

See Figure 5: On-reserve

Not every community is set up with health centers and
medical professionals and the participants spoke about how
far many women have to travel for appointments and for
treatment:

. it'’s hard on the reserve, | mean you're miles from
anywhere, how do you get there? Unless somebody
picks you up... not every community has a nurse. Or
a health center...you know a lot of them are taking

medical taxis into the cities...to their appointments
or whatever... (Sandra)

Conditions on the reserves and in isolated communities
were less than ideal for early detection and screening or for
healing from breast cancer. Individuals with access to proper
housing, nutritious foods, clean water and accessible health
information are better able to use resources and prevent
illness.[36] For the women, early detection and screening
is associated with access to knowledge, preventive health
care, self-esteem, and access to quality medial care. The
women'’s fears related to cancer were often about how their
environment would impact their healing and how cancer
may worsen existing social problems.

Culturally-specific fears

The impact of cultural norms and beliefs about bodies, health,
and cancer also affected women's fear and approach to their
own health. Seven of the women shared that it was common
on the reserve for women to avoid discussing cancer, doing
self-examinations, and going to doctors or even treatments
once diagnosed. Marion, Sandra, and Mary talked about
women they continued to worry about. Mary said that,

a lot of Indian women just turn around and, don’t

even bother to even complete their treatments

because, they’re scared and there’s nobody there to
give them encouragement and support.

Figure 5 — On-reserve
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Sandra spoke of a woman whose cancer became visible on

the outside of her body, yet still did not seek treatment:
...her breast started seeping and she still didn’t go to
the doctor. | mean amazing, amazing. | don’t know
why, but she just didn’t. In fact, you know people
talked about her, that, that smell of it even and she

just, well she ended up passing away of course but, |
think um, how do we reach those women?

Sandra talked about her experience and her shock at an Elder
who had never checked her breasts in 75 years:
I just kind of asked them sitting around, you know
would you be interested in...an afternoon session on
breast cancer ...and alot of interest. So when we did
a poster | took it to the Elder and asked her about it.
And for the first time, she checked her breast. For the

first time in like seventy-five frickin” years the woman
checked her breast.

Dorothy talked about the impact of her culture on her hair
loss. She was taught that when people cut their hair, they
lose a loved one and, therefore, losing her hair held great
significance. Before it fell out due to the cancer treatments,
she cut her long (never been cut) braided hair and brought it
back home to her husband:

See Figure 6: When | Lost My Hair | Cried

Dorothy recalled that “...when I lost my hair, | cried. | cried”,
and this led to her believe that “[w]ell now, maybe I'm gonna

die...”.

Many of the women also discussed beliefs about cancer held
by members of their families or communities, especially
when they were from a reserve community. The women
shared stories of family members who could not look at them
or talk to them while they were going through cancer. This
was connected to a belief that “[clancer is very contagious
and that people always die from cancer” (Marion). The
women explained how certain First Nations traditions and
culturally-specific fears were sometimes linked to resistance
to go for breast cancer screening or to seek treatment. This
was a recurring theme, as an Elder participant told us to
remember that many Aboriginal people feel that they cannot

Figure 6 — When | lost my hair | cried
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acknowledge a lump for fear of welcoming cancer into their
bodies, noting in her own experience that “[w]hen | found my
lump... I didn’t want to invite it”. This was also mentioned by
Marjorie, who noted a prevalent beliefs is “[ilf you touched
yourself you invite the cancer into your body”. Sandra felt
similarly and afraid of surgery when she found her lump:

I don’t wanna call it a myth, but... I've been told by

many people that you shouldn’t ...be cut... have

surgery because it will spread the cancer. So there’s a
lot of... myth out there. (Sandra)

In fear for other Aboriginal women, Mary spoke of cultures
that believe that if they are treated by “white man’s medicine”
that their medicines will no longer work. If they are very
traditional people, the women asked, how do they “move
forward with any type of treatment”? Sandra agreed,
You know it might be that, they, they go so far that
they can’t be helped, you know? By the time they

realize...they may be hospitalized and then there’s
not much that can be done anymore.

A few participants indicated that some cultural and/or
community-based assumptions may be one reason that
Aboriginal women in isolated communities are not being
diagnosed earlier and are reluctant to go to the doctor when
they do find a lump. All of the women expressed deep
concerns about women living in more isolated communities
and the impact of reserve living.

Discussion

The women’s stories and visual images reinforce the impact
of social forces on cancer-related experiences and well-
being. Although the women expressed fear of cancer and
recurrence their fears were very much related to lived
realities. The findings that emerged during data collection
and analysis recognizes prominent social forces that impact
the psychological well-being and fear of participants: cancer
fears related to race (racism), class (socio-economics), gender
(conditions of being an Aboriginal woman), and culture and
history (colonization).

Our findings reinforce conclusions from the socio-oncology
literature with respect to feelings of fear.62-63 For example,
“[tlhe shock of hearing that they have a cancer diagnosis
leaves many patients feeling “wounded” and “out of
control”.[63 p.15] Other common feelings include isolation
and a fragile sense of inner well-being.[63] There is also a
very strong fear associated with cancer diagnosis as well as
fear of recurrence, which may lessen over time but does not
surcease.[77] FCR is discussed in the medical literature as
being almost universal, persisting for many years after cancer
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treatments are finished.65 With respect to breast cancer,
22 to 99% of survivors experience FCR.[66-68] Because
more people are surviving breast cancer due to treatment
advances, many more women are now living with the risk
and persistent fear of the disease returning. Problems with
anxiety and distress are common among cancer patients,
with recent studies reporting over 65% of cancer survivors
experience depression.[69]

There is an abundance of literature on breast cancer, including
longitudinal studies that demonstrate the distress, fear, and
disruptions that occur.[61,70-75] Demographic factors
such as age and type of cancer diagnosis are recognised
as relevant to fear, distress, and FCR. For example, age is
consistently noted as a factor related to FCR,[59] with older
breast cancer survivors often found to have less FCR than
younger counterparts.[61,76-79] However, less common in
the literature are links between the psychological experiences
of fear and their association with culture, class, gender,
and race.[80] No consistent associations have been found
between FCR and gender, ethnicity, or education. In their
comprehensive search Crist and Grunfeld[59] only found
three studies that demonstrate an effect of ethnicity; two
studies demonstrating higher rates of fear amongst African-
American versus Caucasion survivors[59,78] and one iden-
tifying higher levels of fear and FCR in Latino women.[78]

Although our purpose here is not to speak to correlations
between fear and ethnicity, we suggest that literature on
fear may need to shift or broaden its focus to understanding
the meaning of fear. Our qualitative and visual work speaks
to a furthered understanding of the type of fear that affects
Aboriginal women. The fears of the women in this study
included those associated with racism/discrimination,
poverty, and family crisis, and were often culturally specific.
The words of our participants point to the importance of
services for Aboriginal women with breast cancer that focus
on the real issues—poverty, violence, nutrition, isolation—
and an understanding of the impact of racism and the effect
this has on experiences of fear:

I think that programs ...when they're dealing with

Aboriginal people, they need to be realistic and look

at the issues that are really facing them...whether it’s

poverty or abusive relationships or FAS [fetal alcohol

syndrome] ...there is all of these other things that ...
[are] very prevalent in First Nation societies. (Sandra)

Moreover, our findings concur with research that shows a
need to develop more experiential knowledge of women
who suffer social problems related to economic and racial
barriers.[81] The intention of our research was to learn from
the pictures and survivorship experiences of Aboriginal
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women in Saskatchewan, and to make their voices and
images more visible. The analytical framework that evolved
shows the importance of the social context of coping with
cancer treatment and survivorship. Findings show how
fear and feelings of helplessness/being out of control are
influenced by socio-economic realities, such as losing one’s
job or not having access to resources such as healthy foods
or information; supporting families both emotionally and
financially; environmental concerns, especially those that
arise from living on reserve; and race and racism. These
discoveries highlight the need for policies, healthcare pra-
ctices and research to identify survivorship in the complexity
of lived experience, contextualized by interconnections of
race, class, and gender. Socio-oncological, epidemiological
and medical research and health practitioners may also
benefit from including a postcolonial feminist analysis
and culturally safe lens. Cultural safety may be used as a
lens for health care workers to critically reflect on the link
between Aboriginal women’s experiences of cancer and
inequalities and institutional discrimination that resulted
from colonization and to critically reflect on their own health
care practice.[44,48] In this way, cultural safety is also a tool
which allows health care professionals and researchers to
question how their beliefs and their treatment of Indigenous
peoples may be embedded in colonial power relationships.

A number of very ambitious directives evolve from these
findings. Understanding Aboriginal women’s resistance to
going for early detection or treatment may help health care
professionals become more sensitive to the specific needs and
fears of these women. For example, understanding Dorothy’s
fear of losing her hair may allow health professionals to
recognize the importance of including Aboriginal traditional
and spiritual practices alongside mainstream practices.
Understanding cultural fears or appreciating that different
communities may have historically grounded beliefs,
allows health care professionals to approach communities
differently. For example, Marion suggested information with
images and information relevant to communities be made
available, with pictures of Aboriginal women speaking
directly to fears and to resilience. To this end, four posters
with images from this study have already been created and
provided to breast cancer support and prevention networks.
Medical and nursing practice may also benefit from
consideration of Aboriginal women’s fear that cancer may
worsen poverty, isolation, and increase racism. We contend
that it is important for health care professionals to be aware
of systemic barriers to health care, especially given the very
real repercussions of racist stigmatization as well as racial
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and class inequalities.

The women'’s words also point to the importance of support
services within health care geared specifically to meet the
needs of Aboriginal women. An advisory network led by
Aboriginal women may help to raise awareness of fears and
lived realities. To this end, the services provided by Native
Liaison workers could be expanded.

The role of a Native Liaison Worker is to provide links
between the health care center and Aboriginal peoples. Part
of their service is to support Aboriginal peoples undergoing
treatment, to increase understanding of cultural practices
and beliefs. However, the women in our study called for
more inclusive materials recognizing not only cultural
beliefs but also cultural and regional heterogeneity, language
barriers, ongoing colonial experiences, and survivor stories
of Aboriginal peoples. This is especially important because
many Aboriginal women may not ask for support or speak
out because they have been silenced.

It is our position that the Aboriginal women'’s stories of fear
and of their lives must be understood in the context of colonial
histories using a lens of cultural safety.[44,48] This means
that educational materials, health care support, and Native
Liaison services must be framed with an understanding of the
ways that colonization has resulted in oppression by race,
gender, and class.

Lastly, our findings suggest that photovoice is an empowering
methodology suitable for conducting health research with
Aboriginal peoples—especially considering deep concerns
about the historical link between colonization and a
population that may feel they have “been researched to
death.”[82] Identifying Aboriginal women’s breast cancer
survivorship concerns from their perspective contributes to
knowledge about Aboriginal healing and health in a way that
privileges experiential voices and respects diversity.

Conclusion

This manuscript addresses how cancer fear is more than
individual qualities, cultural sensitivities, and biomedical
concerns. The participants have created individual, relational,
historical, social, and political analysis. Their words link
fear to broader, structural issues, including experiences of
systemic racism, colonial histories, structural inequalities,
and environmental and social determinants. The images
and information gained may provide direction for increased
levels of support as well as more inclusive materials for health
care professionals and breast cancer patients that recognize
spiritual customs, traditional medicine, cultural and regional
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heterogeneity, and anecdotal stories of survivors. Our concern
is that this work and the voices and pictures will stop there.
These Aboriginal women’s experiences of breast cancer are
stories of social injustice and social control, and the voices
and visual images lead to questions of substantive equality
between subgroups in society. The women addressed links
between racism, socio-economic inequalities, environmental
concerns, and the impact of colonial policies on illness and
health inequalities. Their support needs, survivorship stories,
and resiliency were contextualized with consideration of
the intersection of gender, race, age, class, and culture. We
cannot define race, age, or gender as important determinants
of health without also acknowledging the intersection
of these social spaces, their impact on people’s lives, and
heterogeneous and diverse ways of coping, survival, and
living.

Experiential approaches to breast cancer83, 23 are often
critical and place women’s experiences within a broader
social and political situated context. Although there is
a call to add the effect of race on cancer experience and
survivorship,14,19 we argue that rather than simply add
‘race’, research must continue to develop the importance of
understanding interconnections of social contextual forces
that affect women’s lives. A lens of cultural safety means
that we draw continual attention to how Aboriginal women
survivors of breast cancer are influenced by the context and
history of their lives but survive differently—have power,
resilience, strength, pain, and struggles.

I don’t call myself a survivor | call myself a warrior...
| don’t feel | have survived it yet. | have daughters
and granddaughters.

I don’t have the ...medical knowledge, but we are so
much more than science
...This provides me an opportunity to help my
daughters and perhaps your daughters. (Sandra)
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