Miyooayaan
(Wellness)

A METIS GUIDE FOR
WELLNESS WITH CANCER
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Welcome to our Métis Guide for Wellness with Cancer designed to help Métis

Me S S age from Albertans who have been diagnosed with or are supporting loved ones with

cancer. Sharing information and hearing about the experiences of others can
the Pre Sideﬂt often help us through difficult times. Members of our Department of Health
at the Métis Nation of Alberta (MNA) gathered the community together to talk

about their experiences of living with cancer.

Greetings,

This guidebook shares what was heard.

The cancer journey can be long and hard affecting the individual, their

family, and the larger community in many ways. As the President of the
Métis Nation of Alberta, | am pleased to share Miyooayaan (Wellness):

A Métis Guide for Wellness with Cancer with our community members
who may be dealing with this life altering disease.

Each section contains quotes from regional engagement discussions held in
2018 and 2019, where we heard stories of Métis Albertans on their personal
cancer journey. These stories helped inform questions, tips, recommendations,
and a list of resources they found useful on their own journey.

From these discussions, the overwhelming consensus was to amplify the
voice of Métis Albertans and provide a space through which stories and
experiences could be both shared and received. We hope this guidebook
reflects those cancer journeys and helps others on theirs.

This guidebook was created by and for Métis Albertans and is reflective

of their experiences, stories, and cancer journeys. The recommendations,
tips, and quotes that have been shared are featured throughout and will
guide the development of the MNA’s overall Alberta Métis Cancer Strategy.

Specialized work such as cancer research would not be possible without 1. HOW TO USE OUR MIYOOAYAAN GUIDEBOOK
partnership; therefore, | would like to thank the CANHelp Working Group

at the University of Alberta for their research support in creating this
important resource for our community.

This book is organized to reflect four broad themes:

s
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Screeningand  Treatment Caregiver  Post-treatment
Diagnosis Experiences

| wish you happiness, health, and all the best — whatever your journey
may be.

Sincerely,

Audrey Poitras

President, Métis Nation of Alberta In each section, you will find quotes and stories, along with recommendations
by Métis Albertans. At the back of the Miyooayaan Guidebook, you will find
information providing guidance, insights, and strategies that helped other Métis
Albertans and their families through their cancer journey.

4 Miyooayaan - Wellness A Métis Guide for Wellness with Cancer 5



Screening and Diagnosis

1. CANCER SCREENING

Detecting cancer at an early stage can improve the effectiveness of treatment
and hopefully, the overall quality of your health and wellness. Going for cancer
screening can be stressful, so having family, supports, and a trusted family
doctor along the way can provide a sense of ease.

Those who attended the engagement sessions received their diagnosis
through regular check ups and screening, requesting testing from their family
doctor based on a “gut feeling”, or having experienced symptoms commonly
associated with cancer. They stressed the importance of early detection
through screening or regular checkups, especially for those individuals who
have a family history of cancer.

“My family doctor was great! He suspected it right away. He said,
‘there is something there and we need to get it looked at right away.”
— Region 3

>

CATCHING IT EARLY

For cancer prevention, early diagnosis is paramount to ensuring improved
outcomes through providing treatment at the earliest possible stage.

“We are very fortunate, our family doctor is fantastic, he makes
us go for... check ups and everything once a year. I had to go for a
colonoscopy and was fortunate he was pushy to have this done, even
though I don'’t like doing it. I went anyways and got it done. It was
a good thing because they diagnosed me with very early-stage colon
cancer.” — Region 4

“My wife had an appointment with our doctor in May. For some
reason, I went with her to the examination room, which I usually
didn’t do. As soon as I got in there, I spoke, and was kind of hoarse.
He said, ‘you’re hoarse ... how long have you been hoarse?’ I said,
‘since last January.” ‘I’'m not taking any chances,” he said, ‘you’re a
smoker.’ I got tested right away, and it was very, very early voice box
cancer.” — Region 4
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BEING PROACTIVE

A key element of cancer prevention is knowing when “something is not right.” Often times, we pass
it off or think nothing of it. Being aware of early signs or symptoms can assist in early detection.

Some signs and symptoms to look out for include:

o Shortness of breath o Loss of appetite or change in sense of taste

oo Unusual bleeding oo Trouble sleeping

oo Weight loss oo Tenderness in arms, neck, or groin

o Pain in the chest, abdomen, or bones

“I was losing my appetite, losing weight, experiencing shortness of breath, and getting
fatigued real fast. I just progressively got worse, and worse, and worse. To the point
where I couldn’t even function anymore, so that’s when I went and did the colonoscopy
test. That’s when they found my tumor.” — Region 2

SELF-ADVOCACY

Standing up and fighting for yourself in an uncomfortable situation can feel intimidating, especially
when you’re not sure what your symptoms and diagnoses are. Gathering attendees who had a
“gut feeling” felt empowered to advocate for their right to get tested and to know their medical
information.

Part of self-advocacy is knowing what your rights are as a patient, which are protected under the
Alberta Patient Bill of Rights.

Under the Alberta Patient Bill of Rights, you have a right to?:

o Receive health services without
discrimination and be treated with dignity
and respect

oo Say no to any proposed treatment
o Seek a second opinion

o Have access to information relating to any

oo Have your personal and health information ,
proposed treatment and options

protected from disclosure

o Have access to your health information

1 Canadian Cancer Society, 2020, 2 Legislative Assembly of Alberta, 1998
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“I felt lumps in my neck, but the doctors kept sending me home after doing X-rays and
ultrasounds and then one lady said, “you have to have this looked at! Make sure they
take another look at it!” They finally did a biopsy.” — Region 3

ASKING FOR A SECOND OPINION

Receiving bad news can be devastating, not to mention those next steps and recommendations
going forward. One way to advocate for yourself is to seek a second opinion. This can help to
ensure the diagnosis is correct, and you can find a path and treatment that works for you.

“So always get a second opinion. From the doctor? Yes, but not the same doctor. You go
to a different doctor, like I did — If I would have kept going, I would have been dead,
you know? Always go to a second doctor, all the time.” — Region 2

MISDIAGNOSIS

Arriving at a diagnosis can be difficult for some types of cancer, as some are more difficult to
detect or identify than others. At times, you or your loved one may go for multiple tests before
receiving a complete diagnosis.

Asking for a second opinion, preparing questions for your care provider ahead of time, and having
people to support you during appointments may help you feel comforted while waiting for a
complete diagnosis.

“The doctor said, “You are too young, it is probably just hemorrhoids.” It was brushed off
even though I still had symptoms.” — Region 4

“I was diagnosed with non-Hodgkin’s lymphoma. This was in June. The September
before that, I felt lumps in my neck, but then they kept sending me home after doing
X-rays and ultrasounds. They finally did a biopsy and had to do another one. This
was my doctor, not yet the oncologist because you have to have a number and have it
completely diagnosed before you get one. So, in the meantime, you have lymphoma; it
was as if we were sent home with no support, it was like, who can I talk to, what do I
do? What does this mean? Am I dying?” — Region 3
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