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10 all those touched by cancer across the North and in memory of all those
who fought a good fight while here on earth.

1o Ister (Velma), David, Stephen, and Florence, who greatly touched our

lives with strength, courage, and love, mabsi.

10 my greatest blessing, my jijuu (grandmother) Laura Pascal. You planted
the seed of faith within me with your unconditional love; with that
Jfoundation of faith I can overcome mountains. I love you and miss you

every day, mabsi for your love.

1o my dear brother Alfred Moses, for your presence and support in my
Journey of life and for all you were and are to my children Ronnie and

Laura, mabsi and all our love.

Until we all meet again on that beautiful shore, we will forever carry each

of you in our hearts, never to be forgotten.
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Wore Than gou U Ever Know-

DANITA FROST-AREY

She said, “T'll fight until the very end

I'll show them how strong I really am
There’s nothing God won't help me through.”

Well Mom, I'll always be here for you

I love you more than you'll ever know

your love is one I'll never outgrow
your heart is where I find home
Mom, you're never really alone
She said, “I'll fight until the very end
I'll show them how strong I really am
there’s nothing God won't help me through.”
Well Mom, I'll be here to help you too
cause I love you more than you'll ever know
your love is one I'll never outgrow
and your heart is where I find home
and that’s something I've always known
And then she said, “I love you my gitls
I'd love to give you the whole world
cause I love you more than you'll ever know
regardless of how much you've grown
and I'll fight until the very end
I'll show them how strong I really am

and there’s nothing God won't help me through.”

Beaufort Delta Landscape. Photo by Eighty-One Images.
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KATE/A (CATHERINE) LAFFERTY,
SARA KOMARNISKY & AGNES PASCAL

Across the North families experience anxious anticipation when a loved
one is in peril. They sit together for long hours in waiting rooms. They
lose sleep. They don’t eat. They search for answers.

When our loved ones are flown down South for

medical care and we can’t be with each other
— in those times of need, we feel powerless.
) When things feel completely out of our
 control, we worry. We pray for a mir-
acle. Above all, we hope. We hope that
there is, just for once, some fairness in
a world that seems to have no mercy.
Many of us, if given the chance, would
opt to live longer and do things differ-
ently if we had more time. Many of the
contributors in this book teach us that we
shouldn’t wait until we hear the dreaded word
“cancer” to start living.
This book is special. It has been carefully crafted
since the idea first stemmed from the stories shared by participants in
the Inuvik Cancer Support Group. It has been a community-driven
effort created as a source of hope for readers who may be going through
similar cancer journeys. Book of Hope storytellers take us through their
experiences from diagnosis, to travel from remote communities, to chal-
lenges in navigating it all. We hope this book shows Northern cancer

Katta (Catherine) Lafferty, Agnes Pascal, and Sara Komarnisky. Photo by
Adze Studios/Amos Scott.
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patients and their caregivers and family members that they are not alone
and that their stories matter.

The Geography of Care

The Northwest Territories extends from the border with Alberta and
Saskatchewan in the south, all the way to Borden Island in the Arctic
Ocean. To the east is Nunavut, and to the west is Yukon. Approximately
45,000 residents live in 33 communities, ranging in size from the cap-
ital city, Yellowknife, at approximately 19,000 people, to Kakisa, with a
population of 36. We are one of only two jurisdictions in Canada with a
majority Indigenous population (the other is Nunavut), and twelve com-
munities have no all-season road access. Our territory is rich and diverse
in culture and language. Eleven languages are recognized here, eight of
which are Indigenous." We have a unique governance landscape, with
historical treaties, modern treaties, Indigenous governments, and land
claims currently in process — as well as settler governments at the federal,
territorial, and municipal levels.

It is generally agreed that our people were strong and healthy prior
to colonization. Dene oral history teaches about the wealth and health
experienced by those living a customary life on the land:

Berries, poplar sap, wild carrots ... beaver meat, wild chicken,
fish, anything, all those were eaten, that is why the people on
the land were strong. Even though it was 40 below it did not
bother anyone. Even though it was cold, children had their
snowshoes on and were all over the place. They used to live
strong and healthy.

— Johnny Klondike, Dene Elder’

Inuvialuit, Dene, Métis, and Cree Peoples in this region have drawn
on land-based medicine and healing practices since time immemorial.
Treaties 8 and 11 were signed in 1899 and 1921—22 within a vision of peace
and coexistence between Indigenous Peoples and newcomers to the ter-
ritories. Chief Monfwi, signing Treaty 11 in Fort Rae (now Behchokg),
said, “As long as the sun rises, the river flows, and the land does not move,
we will not be restricted from our way of life.”” At the time, treatymakers
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for Indigenous Nations in what is now the Northwest Territories asked
for medicine and doctors for their people, but the treaty commissioners
explained that it would be impossible to deliver medical care across
such a vast territory. At the same time, they assured the people that “the
Government would always be ready to avail itself of any opportunity of
affording medical service.”*

The treaties did not clarify in writing any federal government
responsibility to provide medicine or health care, even though it was
understood by Indigenous signatories to be included in the terms of the
treaties.” Inuit, including Inuvialuit, did not sign historical treaties, but
a vision for improving the well-being of Inuit was key to the vision of
modern treaties that led to the creation of Nunavut and the Inuvialuit
Settlement Region. Indigenous Peoples understood treaty with new-
comers to their lands as creating enduring relationships within which
future generations could flourish.’

Instead, and unfortunately, health care has been dismissed by the
federal government as outside of the treaty relationship. It was the arrival
of newcomers and establishment of settler communities that expanded
Western medicine and health infrastructure, first through churches and
church hospitals, sometimes by travelling doctors, and then by federal
and territorial governments. Newcomers brought diseases with them or
created new environmental risks that damaged the land and made people
sick.” As Florence Barnaby shares in this volume: “Our community is hit
hard with cancer. We now have cancer screening in place for residents
every two years. We blame it on the pollution coming downstream from
the South into the Mackenzie River.”

Historian Liza Piper writes about how health care was provided in
the North at first for the newcomers to the territory rather than for
Indigenous Peoples. This was the case up until the 1940s and 1950s, when
the creation of medical and public health infrastructure in the North
established an uneven geography of medical care and a structure of
indifference that continues today.’ The expansion of the medical system
has continued to benefit non-Indigenous people working at mines and
in government roles, while Indigenous health care has been framed as
an act of compassion predicated on racist attitudes’ and tied to a broader
project of assimilation." This unevenness of health care in the North has
also meant that Indigenous Peoples must travel for health care. Since the
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arrival of Western medicine, Indigenous Peoples have been required to
leave their home territories to access medical care, while the burgeoning
use of aviation enabled “mercy flights” in emergency situations between
Northern locales and Southern hospitals."

When tuberculosis (TB) became epidemic in Northern Indigenous
communities in the mid-twentieth century, rather than improving
Northern hospitals, the federal government sent Northerners to hospitals
in the South for treatment."” By 1960 there were twenty-two “Indian hos-
pitals,” all in Southern Canada, with the Camsell Hospital in Edmonton
being the largest.”” These hospitals treated patients from across a vast
Northern geography within a vision of medical care that was racially seg-
regated (in that the hospitals were only for Indigenous Peoples), inferior
(as the quality of care was less and included experimentation on patients),
and assimilative (as the hospitals removed peoples from their land, lan-
guage, and way of life and encouraged assimilation into mainstream
Canadian society)." This established a pattern whereby health care was
centred in Southern cities instead of in Northern communities.

Today, health care in the territory is delivered by the Northwest
Territories Health and Social Services Authority (NTHSSA), the Hay
River Health and Social Services Authority (HRHSSA), the Tlcho
Community Services Agency (TCSA), and the Department of Health
and Social Services (DHSS). Services are concentrated in the regional
centres of Yellowknife, Inuvik, and Hay River — all of which have hos-
pitals. Smaller communities have a health centre that may be staffed
with a nurse or paramedic along with community health representatives.
As well, doctors and mobile clinics travel to smaller communities.

As you will read in the narratives that follow, to access some special-
ist services and treatments, patients travel to Yellowknife or to Southern
hospitals. This geography of care is a legacy of how health care came to
the territory and the patterns of health infrastructure and medical travel
that were established. This is another way of seeing structural racism in
practice: if Indigenous lives in small communities mattered, there would
be better health care services and infrastructure provided locally. The
often-told story shared by Indigenous Northerners makes the structure
of indifference visible: an Indigenous person in a small community goes
to the local nursing station again and again, given only Tylenol for what
ails them, only to find out later they have advanced cancer or another



8 / BOOK OF HOPE

life-threatening disease. This is what happened to Clara Bates and others
in her community, as she tells in her story in this volume. Others have
had a similar experiences, like Déling¢ Elder Morris Neyelle: “After
several years seeking treatment for ongoing stomach pain, Morris flew
himself to Yellowknife ... [He] was immediately diagnosed with late-
stage colon cancer, undergoing surgery the next day. He passed away
within weeks.””

There is still much work to be done to improve medical care in the
North. At a time of crisis, no one should have to deal with administra-
tive barriers to getting the care they need, and no one should have to be
alone when they receive the worst news of their life. Yet this is happening
to the many Northern residents who are forced to leave their family and
travel down South to receive a cancer diagnosisin a city and within a
health care system that many don’t know how to navigate on their own.

Locum' doctors without knowledge of the unique needs of
Northerners temporarily come to the North to gain experience and
practise on patients. The requirements for cultural awareness are often
left to the wayside. This is cause for concern from a human rights per-
spective and because many patients may not be receiving the proper care
they deserve. People are often dismissed without the care of a culturally
informed medical professional.

Public health care in what is now Canada has allowed many to thrive
and live long lives. But for Indigenous Peoples the benefit has been ques-
tionable, and in Dene, Métis, and Inuit territories in the North, health
inequities have been long lasting and persistent. Health care is thus “a

terrain of racism and colonialism ... that costs lives.”"’

The Social Determinants of Cancer in the North

About 111 cases of cancer are diagnosed each year in the Northwest
Territories, with lung, colorectal, breast, and prostate cancers being
the most commonly detected.” There are screening programs here for
colorectal, breast, and cervical cancers.” But some contributors to this
book wonder if there was cancer in the North in the past: “Did we have
cancer before there was sugar in our communities? I don’t know,” shares
Ruth Wright. Another contributor says that she heard stories from older
generations who knew about cancer and witnessed people who went from
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healthy to skin and bones. Back then there were no nurses or doctors, so
the people did what they could to make them comfortable. In a podcast,
contributor Lianne Mantla-Look shared that there is no word for cancer
in the Thcho language; instead, it is usually translated as “strong disease.””

Research studies don’t often include Northern Indigenous cancer
patient perspectives. And not all of them consider the social determin-
ants of health that contribute to cancer. This would root understandings
of health and well-being in individual and community social contexts.
For Northern Indigenous cancer patients, the ongoing colonialism, sys-
temic racism, and spatial inequities related to the health care system’s
concentration in urban centres contributes to poor health and lack of
well-being. But then again, strong connections to the land, language,
culture, and community keep people healthy.

Many contributors to this book faced a cancer diagnosis and treat-
ment during the COVID-19 pandemic. In Northern regions, as elsewhere,
policies and programs to prevent or limit the spread of COVID-19 were
developed quickly and evaluated later.” The pandemic policy response
had a huge impact on cancer patients, who are considered immuno-
compromised and at risk of severe disease, and who are often required
to travel for their treatment. Many patients spent months alternating
between medical travel and isolation, with limited supports.

Indeed, most cancer patients in the North, at some point in their
diagnosis or treatment, will travel for medical care. When a patient trav-
els to a larger centre for services not available in their home community,
this is called medical travel. Colloquially in the North, people might
just say “medical,” as in, “I have to go South on medical.” As you will
read, this can be a huge burden for Northern cancer patients, who “must
travel thousands of kilometres and navigate complex and unwelcoming
health care systems to be treated for cancer.”” A trip for a single appoint-
ment can take several days.” People from the most remote communities
experience the highest burden of medical travel, and mobility or illness
related issues make any journey even more challenging.* Child care is
not an allowable medical travel expense, and children cannot travel as a
non-medical escort for their parent or caregiver. A patient with depend-
ent family members has to deal with all of this on top of enduring the
emotional and physical effects of cancer and cancer treatment. At the
time of publication, the NWT medical travel policy covers return airfare,
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interfacility ambulance services for emergency medical evacuations, and
some support for meals, accommodation, and ground transportation.
In some cases, the expenses of a non-medical escort to accompany and
assist the patient can be covered.”

Perhaps this explains the findings of one research team that patients
living farther away from health care facilities experience worse health
outcomes.” Barriers to medical travel can lead to delays in receiving
care, avoidance of care seeking, poorer outcomes, and higher costs.”” In
general, the current medical travel policy framework in the Northwest
Territories does not sufficiently bridge barriers to accessing care and may
reinforce health inequities.”® This includes people who must travel to
give birth under the medical evacuation for birth policy.”

One way to improve care is to support shared decision making.
Patients and their escorts can be supported and provided with infor-
mation throughout their journey to receive cancer care.”” This means
sharing better information about a patient’s medical travel, better com-
munication and awareness across jurisdictions, ensuring the financial
burden for patients and escorts is reduced as much as possible, and
ensuring patients have access to facilitated appointments with medical
escorts or cancer navigators.” Capacity can be built within the exist-
ing cancer care system to support Indigenous Northerners who have
appointments far away from home.” This can mean increasing cultural
safety and awareness among health care providers, facilitating respectful
and patient-centred care, and expanding access to medical services in
Indigenous languages.”

Implementing changes to help Indigenous and biomedical systems
work together better can also improve the experience of patients. Sophie
Roher and colleagues write about bringing Indigenous healing practices
and biomedical hospital care together at Stanton Territorial Hospital
through three frameworks: integration, interdependence, and revision-
ing relationship.”* Nicole Redvers and colleagues share that equitable
and culturally safe health care includes the integration of Indigenous
medicine into the territorial health system. This would not only benefit
patients, but in co-designing access to Indigenous health, all Northerners
would benefit.” Patients should have the option to draw on their ances-
tral medicines as they need to and when they choose to. For example,
Catherine Boucher used spruce gum, just as her grandfather taught her
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to. On the other hand, Elizabeth Biscaye followed the wisdom of her
father that biomedical healing works best for Western diseases.

Some also call for decolonization of the health system. Decolonizing
medical travel can mean redesigning and evaluating a comprehensive
medical travel framework and redefining what access to health care
means in collaboration between Indigenous, territorial, and federal
governments.’® Decolonizing cancer care means that there is Indigenous
leadership within the system, locally contextualized goals and priorities,
improved access in remote areas to services at all steps of the cancer
care continuum, a reflection of Indigenous values of health, family, and
community; culturally competent patient navigation and support; and
the involvement of Indigenous participants in medical and health ser-
vices research.” Another way of decolonizing health care is returning
to story and to the experiences of patients: patient experiences need to
be included in redesigning health systems.” To plan cancer services, it’s
important “to listen to the cancer patients about their experiences and

what is important to them.”

Stories as Guidance

In this book, each storyteller shares in their own way, and in their own
words, what their experience with cancer has been like. These stories are raw
and real and human. Storytellers share about the roller coaster of emotions
felt by individuals, the lasting impacts of residential schooling on families
and communities, the failures of the health system, and the strength of
culture and community. Book of Hope storytellers also share generously
about the care and support provided to them throughout their diagnosis,
treatment, and whatever came afterwards. This includes their experiences
with nurses, doctors, and other professionals within the health care system
but also with family, friends, and community members. We also hear about
the role of cancer support groups and organizations like Goba Care, cre-
ated by Melinda Laboucan. She has brought an ethic of community care
and Dene Law into an organization that helps Northerners in Edmonton
when they are there on medical travel.” For many, cancer has become a
turning point in their lives, a moment at which everything changed.
Being able to share our stories can be a remedy in itself, and we are
thankful to be a small part of the healing journey of many of the storytellers
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in this book. They show us that, when life borders on death, what matters
is the love and support of family and friends. Bearing witness to the stories
in this book has been a remarkably moving experience for us all. Survivors
live life with a newfound perspective, and this reminds us to be thankful
for every breath, for every waking moment, and for every person who
comes and goes for they all have a teaching. Death is an inevitable part of
life, yet that shouldn’t stop us from living out our days to the fullest even
when death knocks on our doorstep. If we can overcome the fear of living
and dying, we have won at life — there is no losing,.

Through their stories, these Northerners also share guidance for
others like them, making this book like a cancer support group of its
own. It creates a shared and safe space to support each other. This book
is by and for people with cancer, but we think you'll find there’s some-
thing that pretty much everyone can take from it.

All the stories in this book were compiled by Agnes Pascal, origin-
ally from Fort McPherson, Northwest Territories. She has experienced
cancer herself, and so have many of her family, friends, and commun-
ity members. When Agnes was diagnosed with cancer, she recognized
the need for more support and resources for Northern peoples. So, she
founded the Inuvik Cancer Support Group. The stories shared in that
group inspired the creation of Book of Hope. From 2020 to 2023, Agnes
reached out across the territory to gather stories from cancer survivors.
Some of the contributors wrote their own stories for the book, while
others were interviewed by Agnes and their story was created by the Book
of Hope team based on a transcript of the interview. At the end of the
book are advice and recommendations for key audiences for this book:
medical professionals, decision makers, caregivers, and cancer patients.

Katha Lafferty and Sara Komarnisky supported Agnes in the cre-
ation of the book, as members of an editorial team. Kattia Lafferty is a
Northern Dene author and journalist from the Yellowknives First Nation.
She has written and published Northern stories (true and based on truth)
in several bestselling fiction and nonfiction works. Sara Komarnisky is a
settler author, researcher, and public scholar who has lived in Yellowknife
since 2018. She has researched and published on various topics about
well-being, belonging, and the US and Canadian North.

The three of us have made a great team: we all have experience with
medical travel from the Northwest Territories and with the survival or
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loss of loved ones who were diagnosed with cancer, and Katha and Sara
have complementary experience as editors and writers. We supported
each other in editing the stories, organizing them into a manuscript, and
navigating the publication process.

The stories are organized around water and waterways. Water con-
nects us all, everywhere. Water connects landscapes and communities
all across the Northwest Territories. Water is important for travelling,
for hunting, harvesting, and fishing, for our survival, and sometimes for
our healing. As Agnes says, “Water is healing for me. I'm always drawn
to the river when I need clarity and grounding.”

Take care of yourself while reading these stories. They are about
what it’s really like to have cancer in the North, including all the parts
that are really, really hard. Contributors also share about their lives
and about things that they and others have experienced — residential
schooling, being sent to an Indian hospital, addiction, mental health
challenges, the deaths of friends and family members. Alongside the
hard stuff, there is a lot of hope in these pages.

If you find yourself struggling, put the book down for a while and find
someone to talk to. Those who have personal, family, or intergenerational
experiences of residential school can call the National Residential School

Crisis Line at 1-866-925-4419. Help is available in the NWT at #811.
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