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Highlights

The NWT Breast Cancer Journeys Project (Journeys Project) was initiated by the NWT
Breast Health/Breast Cancer Action Group (Action Group), a non-profit organization
that works to improve breast health and breast cancer services, information and
supports available in the Northwest Territories (NWT). Funding came from the
Canadian Breast Cancer Foundation — Prairies/NWT and the NWT Department of
Health and Social Services. The Project was guided by two committees: Project
Advisory Committee and Breast Cancer Survivors” Committee.

The goal of the Journeys Project is: to improve the response to breast cancer in the NWT
across the full spectrum from finding an abnormality, through diagnosis and treatment, to post
treatment. This goal will be accomplished through two objectives addressed in two
phases:

1. Phase One - Carry out a needs assessment to identify needs, gaps, and strengths
in the system response to breast cancer in the NWT.

2. Phase Two - Collaborate with survivors, health agencies, and other community
partners to address priority needs and gaps.

This report presents findings of Phase One.

Research Activities

Information was collected through 69 interviews and five focus groups with 110
individuals, including 41healthcare providers, 26 breast cancer survivors, eight family
members/caregivers, 26 community stakeholders and nine youth, representing 12
communities in the NWT! and Edmonton, Alberta. Members of the research team
conducted a review of literature from the North and elsewhere related to: the
experience of breast cancers survivors and breast cancer pathways; Aboriginal cancer
survivors and their cancer journey/experience; promising practices related to cancer
care, including in remote regions and involving gender and cultural-specific practices;
and NWT breast cancer statistics.

1 Aklavik, Behchoko, Fort Liard, Fort Good Hope, Fort McPherson, Fort Simpson, Fort Smith, Inuvik, Jean
Marie River, Norman Wells, Wrigley, and Yellowknife.
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Research Findings

Screening

Most women in the NWT are referred for mammograms at 50 years of age. Follow-up
mammograms are recommended every two years for women of average risk. Women
who do not live in Inuvik, Yellowknife, or Hay River travel to one of these centres for
mammography screening. Most communities invite women to attend bi-annual “well-
woman’ clinics where healthcare providers raise awareness of breast health, breast
cancer, breast self-exams, and the impact of lifestyle choices on health. Healthcare
providers will perform a clinical breast exam if women consent to one. The current
practice of offering and performing clinical breast exams and discussing and
encouraging breast self-examination is no longer supported by the most recent NWT
Breast Cancer Screening Clinical Practice Guidelines (2013) and Canadian Breast Cancer
Screening Clinical Practice Guidelines. Past experiences, trauma or cultural taboos
impact on women’s comfort level with screening and the medical system. Other women
avoid screening because they are afraid of receiving a breast cancer diagnosis.

Prior to their diagnosis, most survivors participating in the Journeys Project went for
regular mammograms and performed breast self-exams sporadically.

Finding and Assessing an Abnormality

Eleven survivors said that they had discovered a lump or noticed changes to their
breasts, seven said that their cancer had been found during mammography screening,
and one said that her doctor found a lump. Fifteen of 22 survivors who responded to
this question are satisfied with the amount of time they waited for further screening,
biopsies, their diagnoses, and the commencement of treatment. Six survivors had to
wait longer or be strong self-advocates to have their concerns addressed and their
cancers diagnosed.

Diagnosis

Surgeons, physicians, or nurse practitioners usually give a breast cancer diagnosis.
Diagnoses are given over the phone — women are at work and at home — and in person.
Six survivors who participated in the research had family members with them for
support, but 10 women were alone.
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Understanding the Diagnosis, Prognosis, and Treatment Plan

Healthcare providers, survivors, and family members/caregivers identified a number of
factors that can impact on a woman'’s ability to understand her diagnosis, prognosis,
and treatment plan: shock, denial, fear, and the perceived stigma of cancer; how
information is transmitted; how much information is provided; whether the woman
feels empowered to ask questions and input into decisions; and traditional beliefs. They
offered suggestions that have helped or would help women and their families
understand this information.

e Have an escort/support person present.

¢ Give the woman a choice of how she would like to hear her diagnosis.

e Train healthcare providers to deliver information using clear, simple language,
simple concepts, pictures, and diagrams and involve healthcare providers who
are knowledgeable about the cancer pathway.

e Use trained interpreters and have a policy of actively offering interpretation.

e Repeat and deliver information in chunks through multiple appointments or
interactions with other healthcare providers/navigators, follow-up with written
information, or encourage audio recording of appointments.

e Raise awareness amongst healthcare providers of the grieving process people go
through and provide access to counselling and supports.

e Improve communication among healthcare providers so that community-
based/primary healthcare providers have a record of the diagnosis, prognosis,
and treatment plan and required follow-up.

e Provide access to trained peers — breast cancer survivors -

and/or community peer support groups where people can ask questions and
share information.

e Give all breast cancer patients a standardized cancer pathway/process map that
outlines the process in all languages.

e Raise awareness of, and provide access to, written information and other
resources.

Breast Cancer Treatment

Wait times for treatment can vary depending on the type and stage of the breast cancer.
Survivors reported waiting two to five weeks; healthcare providers estimated that the
average wait is approximately four weeks. The majority of breast cancer treatment is
provided in Yellowknife and Edmonton. Primary healthcare providers deliver follow-
up care. There are more than 20 healthcare professionals involved in treatment, but no
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one person is responsible for navigating the system and coordinating care. There is also
little collaboration between the medical system and naturopathic therapies or
Aboriginal medicines.

Travel and Escorts

Most survivors participating in this research said that they travelled from their
communities between 10 and 20 times, not including aftercare check-ups. Medical travel
starts with a requisition from the primary healthcare provider. Where breast cancer
patients stay and who organizes their travel can be complicated and depends on their
employment and ethnic status. Survivors had positive things to say about medical
travel personnel, however, last minute travel arrangements (and the potential for
missed appointments) are common. Last minute travel arrangements are attributed to
busy medical travel personnel; communication issues (e.g., between jurisdictions);
missing forms; protracted and different booking and approval processes; and unclear or
inconsistent information provided to patients. Even without short-notice and glitches in
travel logistics, breast cancer patients can find travel tiring and stressful because: they
are not connected to support networks; long-term stays limit the availability of escorts;
arrangements are perceived to focus on cost, rather than what is best for the patient;
and, not all patients are happy staying in medical boarding homes. Patients need to be
strong self-advocates if there are issues with travel, accommodations, or appointments.

Primary healthcare providers make requests for non-medical escorts. Escorts are
caregivers, advocates, system navigators, and provide important emotional support. To
be effective, escorts need training to understand their role and responsibilities. There is
the perception that the criteria for granting non-medical escorts is not clear nor is it
applied consistently by all health authorities.

Information and Communication

Pampbhlets and other information on breast cancer, cancer treatment, cancer prevention,
and health promotion are available from the Action Group, NWT Department of Health
and Social Services, Canadian Cancer Society, the Internet, Cross Cancer Institute and
healthcare providers. Much of the information is written, outdated, and not culturally
relevant. Survivors and healthcare providers had mixed feelings about the materials
from the Action Group. Three survivors were overwhelmed with the materials and/or
could not read them because they were not emotionally ready. One survivor and one
healthcare provider felt that the book provided by the Action Group was not easy to
read or understand. Research participants said that basic information on breast cancer,
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cancer prevention, the breast cancer pathway, and how to prepare for treatment and
provide care for someone in treatment is needed. Information needs to be transmitted
using different approaches and modalities (e.g., face-to-face, written, diagrams and
pictures, presentations, audio, YouTube videos, Internet, and DVDs).

A number of issues impact the flow of information among jurisdictions, and healthcare
providers, and between healthcare providers and breast cancer patients and their
families. These issues cost the system money and can create interruptions in care.
Suggestions for improving communication systems and information sharing included: a
digital charting system; use of Tele-health and video conferencing; and implementing a
standardized approach to the cancer pathway that includes a process map.

Care, Aftercare, and Psychosocial Supports

Survivors identified husbands, siblings, children and their partners, and friends as their
main caregivers/sources of support during their cancer journeys. Women need positive
connections, acceptance, and support from people who sincerely care about them, who
can give hope, and who can talk about the cancer (e.g., family, friends, peers, breast
cancer survivors, and co-workers). Community support, self-care, traditional healing
and medicines, spirituality and faith are also very important. Breast cancer patients and
their families also need access to trained counsellors.

Aftercare is a significant gap in the current breast cancer treatment pathway. An
aftercare plan is needed by all breast cancer survivors and their families. The plan could
include goals with respect to lifestyle changes and emotional healing.

Palliative Care

Palliation at home requires collaboration between the patient, his/her family, homecare
or community nurses, and general physicians. Currently there is no NWT-wide
framework for palliative care. Research participants said the turnover in healthcare staff
can negatively affect relationships with families and some healthcare providers lack
training in palliative care. They also said that we need to better understand how
palliative care can impact the resources available for other aspects of the health care
system.

Other Considerations

Other factors that can impact the response to breast cancer include: a person’s socio-
economic status and lifestyle; whether they are a member of a marginalized population;



NWT Breast Cancer Journeys Project
February 2014

a mistrust of the medical system by many people of Aboriginal descent; the lack of a
holistic approach to well-being; and financial issues.

Recommendations

The following recommendations are provided to the Action Group and their partners.
Patient-centred care is a principle that applies to all recommendations.

1. Ensure that healthcare and social services staff and locums receive a
comprehensive orientation and a reference tool for cancer care in the NWT.

2. Develop a standardized cancer care process map for healthcare providers and a
breast cancer treatment map for breast cancer patients.

3. Require all healthcare and social service staff to complete cultural sensitivity

training.
4. Evaluate the impact of current health promotion approaches.

5. Develop clear language breast cancer-related information materials for breast
cancer patients, healthcare providers, caregivers, and communities that are
relevant to the NWT and use multiple delivery approaches (e.g. written, audio,
video, online).

6. Continue to advocate for and work toward an NWT-wide electronic health
records system to improve access to information for health care providers and
patients.

7. Establish policies, protocols, and mechanisms to ensure there is good
coordination and information flow among health professionals, agencies, and
jurisdictions. Establish a point of responsibility and regularly upgrade and
review the mechanism.

8. Establish regional cancer care coordinator and breast cancer system navigator
positions. Cancer care coordinators will be healthcare professionals who will
coordinate a patient’s cancer treatment and aftercare. System navigators may be
laypeople who understand and can help patients navigate the breast cancer
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pathway, respond to questions and act as a support person for the patient and her
family.

Examine and implement ways medical travel can be more efficient and better
coordinated.

Work with GNWT Education, Culture and Employment and others to ensure
there is an adequate social safety net (e.g., secure housing, financial assistance,
childcare, etc.) for breast cancer patients and their families so that financial and
other worries do not impede cancer recovery.

Facilitate awareness, understanding, and integration of naturopathic medicine,
complementary therapies, and Aboriginal medicine into the health system.

Develop and implement breast cancer aftercare that includes aftercare plans and
access to counselling and the needed resources for positive lifestyle changes.

Integrate and support community, regional, and a territorial breast cancer peer
support networks within the health care system.

Provide palliative care training, equipment, and other resources for community
based palliative care.

Clarify through a checklist or other means access points, expectations, roles, and
responsibilities for palliative care.

Review the escort policy to make sure that it is clear and consistently applied and
communicate the policy in clear language to patients, families, and health care

providers.

Provide patients, families, and the public with clear, plain language information
on the purpose, roles, responsibilities, and selection of non-medical escorts.

Develop a checklist or bill of rights for breast cancer patients to raise awareness
of the information and services all patients are entitled to.

Vii
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1. The NWT Breast Cancer Journeys Project

1.1 Introduction to the NWT Breast Health/Breast Cancer Action Group and the NWT
Breast Cancer Journeys Project

The NWT Breast Health/Breast Cancer Action Group (Action Group) initiated the NWT
Breast Cancer Journeys project. The Action Group is a registered, non-profit
organization. Since its inception in 1996, the Action Group has been an active partner in
territorial and national breast health and breast cancer awareness, education, planning,
and support initiatives. The goal of the Action Group is to increase breast health
awareness and improve the breast cancer information, services and support available to
NWT persons affected by breast cancer and their families. The Action Group fulfills this
goal in a number of ways. For example:

e Since 2000, the Action Group helped fill the need for psychosocial support for
NWT breast cancer survivors by holding an annual survivors’ retreat.

e The Group’s Patient Information Kit is given to all newly-diagnosed breast
cancer patients through a partnership with the Stanton Territorial Hospital
Authority.

e Between 2010 and 2013 the Action Group piloted a psychosocial support
program for patients/survivors of breast or gynecological cancers, called Healing
Through Art, modeled on a program offered at the Cross Cancer Institute in
Edmonton.

e In 2012, the Action Group released a DVD of breast cancer survivors from the
Beaufort-Delta region speaking about their cancer journey and sharing their
experiences in Action Group support programs.>

Through its interactions with breast cancer patients and survivors, health care
professionals, and other key individuals, the Action Group identified a need to
investigate and respond to the challenges and unmet needs along the breast cancer
journey, especially for individuals from small, isolated NWT communities. This was the
impetus for the Action Group to seek funding from the Canadian Breast Cancer

2 For more information on the NWT Breast Health/Breast Cancer Action Group, go to their website at
www.breasthealthnwt.ca or follow it on_Facebook at https://www.facebook.com/pages/NWT-Breast-
HealthBreast-Cancer-Action-Group/348452511834663.

1
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Foundation — Prairies/NWT and the NWT Department of Health and Social Services to
undertake the NWT Breast Cancer Journeys Project (Journeys Project).

The intent of the Journeys Project is to capture the experience of breast cancer survivors
living in the NWT and use this information as a foundation for collaboration with the
health system and other partners to address barriers, gaps, and inequities along the
cancer journey.

1.2 Project Goal and Objectives

The goal of the Journeys Project is to improve the response to breast cancer in the NWT
across the full spectrum from finding an abnormality, through diagnosis and treatment, to post
treatment. This goal will be accomplished through two objectives addressed in two
phases:

1. Phase One - Carry out a needs assessment to identify needs, gaps, and strengths
in the system response to breast cancer in the NWT.

2. Phase Two - Collaborate with survivors, health agencies, and other community
partners to address priority needs and gaps.

This report presents findings of Phase One.
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2. NWT Breast Cancer Journeys Project, Approach, and Methods

2.1 Approach

The Journeys Project follows a collaborative and appreciative inquiry approach based
on affirmative questioning and positive engagement. It builds on solutions that serve
the best interests of breast cancer patients and survivors, their families, and healthcare
providers. This approach requires trust, positive and ongoing communications, and
relationship and consensus building.

2.2 Project Advisory and Breast Cancer Survivors’ Committees

Phase One of the Journeys Project was completed under the guidance of the Action
Group and two committees — a Project Advisory Committee and Breast Cancer
Survivors’ Committee. The purpose of the eight-person Breast Cancer Survivors’
Committee is to provide a breast cancer survivor’s perspective to guide both phases of
the Project, that is, the needs assessment to identify needs, gaps, and strengths in the
response to breast cancer in the NWT; and collaborative activities to address priority
needs and gaps. The nine-person Project Advisory Committee guided the Project in
Phase One. (A working group will be formed to guide Phase Two.) Terms of references
for the two committees are provided in Appendix A.

Members of the two committees included longer term and more recent breast cancer
survivors; representatives of regional health authorities, the NWT Department of
Health and Social Services; and Stanton Territorial Hospital Authority; members of the
Action Group; and individuals from large and small communities.3

The committees met quarterly during Phase One. Members of the research team
organized and led committee meetings, and recorded and distributed meeting notes. A
member of the research team also attended regularly scheduled meetings of the Action
Group and the Group’s Annual General Meeting to provide updates on the Project.

3Aklavik, Fort Good Hope, Fort McPherson, Fort Smith, Hay River, Norman Wells, Paulatuk, and
Yellowknife. The member from Hay River stepped down from the Breast Cancer Survivors’ Committee
part way through Phase One, due to work and family commitments.

3
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2.3 Research Parameters and Administration
The Journeys Project was to gather information from:

e 25 breast cancer patients and survivors, family members/caregivers, and
community stakeholders,

e youth, and

e 20 healthcare providers in the NWT and Edmonton, Alberta.

The research sample was to include

e more recent survivors (i.e., within the past four years),

e survivors, caregivers/family members, and stakeholders from smaller,
predominantly Aboriginal communities,

e healthcare providers who represent the many points along the breast cancer
pathway, and

e youth affected by breast cancer of a close family member through a focus group.

The research team developed four interview guides and a youth focus group guide.
The interview guides were tested in Yellowknife among a small number of breast
cancer survivors, one healthcare provider, one family member/caregiver, and a
community stakeholder. The tests found that survivor and healthcare provider
interviews took approximately one hour to deliver, and the family member/caregiver
and community stakeholder interview, approximately 40 minutes. Questions in the
family member/caregiver interview guide were reorganized to improve the flow of the
interview. Some questions in the breast cancer and healthcare provider interview
guides were perceived to be repetitious. They were not removed as they asked for
slightly different information. For example, on the breast cancer survivor interview
guide, the following two sets of questions were included in different parts of the guide:

e Did someone from your community go with you to your appointments and treatment? If
so, who? Was this person helpful? Why do you say this?

o Who was your main caregiver/sources of support while you were going through your
breast cancer? How did they support you?

These questions could be seen as repetitive, and most often the person who
accompanied the breast cancer patient to appointments and treatments was their main
caregiver/source of support, but this was not always the case.
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The Action Group and members of both committees vetted the research instruments
before they were brought to the field. Committee members also reviewed and provided
input into a list of individuals identified as potential research participants. Research
instruments are included in Appendix B.

The Committees and research team identified eight communities to include in the field

research:
e Aklavik
e Behchoko

e Fort Good Hope
e Fort McPherson
e Fort Smith

o Inuvik

e Norman Wells

e Fort Simpson

¢ Yellowknife

Communities were selected based on regional representation, the incidence of breast
cancer, size, the presence of committee members, their accessibility, and associated
travel costs. Unpublished information on the number of cases of breast cancer and
number of breast cancer deaths by community, (2000 to 2009); incidence of breast cancer
by region (2000-2004 and 2005-2009); and incidence of breast cancer by age (2000-2009)
was provided by the Department of Health and Social Services. The field research
began in September and was completed before the end of November.

Raising Awareness of the Journeys Project

A draft NWT Breast Cancer Journeys Project Communications Plan was distributed to
the Action Group and the two project committees for review. The Plan included:

e background information on the Project;

e communication objectives;

e Kkey project messages; and

e strategies for raising awareness of the Project in the short and medium term.
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Communication activities included:

community announcements sent to English and Aboriginal language
broadcasters at CBC and CKLB radio stations to invite people to participate in
the Project;

interviews with CKLB, CBC and APTN to raise awareness of the Project and
invite participation;

information sent to health authorities to raise awareness of the Project;
posters sent to research communities to invite participation;

information posted on the Action Group website and Facebook page to raise
awareness of the Project and invite participation; and

information about interviews in a regional newsletter published by an
Aboriginal government.

2.4 Literature Review and Other Research-Related Activities

Members of the research team conducted a review of literature from the north and

elsewhere related to:

the experience of breast cancers survivors and breast cancer pathways;
Aboriginal cancer survivors and their cancer journey/experience;
promising practices related to cancer care, including in remote regions and
involving gender and cultural-specific practices; and

NWT breast cancer statistics.

The literature review helped inform the development of the interview guides.

Members of the Journeys Project research team also participated in other, project-

related research activities. For example, a member of the research team:

attended a two-day Dehcho cancer sharing circle and assisted the Department of
Health and Socials Services team by taking notes, helping with facilitation, and
preparing a draft workshop report.

shared responsibility with a member of the Action Group to sit as a member of
the Department’s Cancer Strategy Advisory Committee.

attended a two-day Canadian Partnership Against Cancer (CPAC) information-
sharing meeting in Vancouver.
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2.5 Research Participation

A total of 69 interviews and five focus groups were completed with 110 healthcare
providers, breast cancer survivors, family members/caregivers, community
stakeholders, and youth representing 12 communities in the NWT* and Edmonton,
Alberta (Figure 1). Most interviews were conducted in person. Interpreters were not
requested or used during any of the interviews or focus groups. One individual
declined to participate in the research, responding that their job — in mental health and
addictions -was not relevant to the research. (A list of individuals and agencies who
participated in the research is provided in Appendix C.)

Figure 1: Number of Interviews/Focus Groups by Type

Healthcare Provider _ 32
Community Stakeholder - 13

Family Member/Caregiver . 6
Youth Focus Group Il

0 10 20 30 40

Healthcare Provider Sample
The Journeys Project engaged 41 healthcare providers, including:

e nine nurses in charge, community health nurses, or public health nurses;

e eight employees of the Stanton Territorial Health Authority;

e eight community health representatives (CHRs);®

e four homecare nurses/home support workers;

e three general physicians;

e three healthcare managers in Edmonton representing Larga House, Cross Cancer
Institute, and the Northern Health Services Network;

e three healthcare managers in the NWT; and

¢ Aklavik, Behchoko, Fort Liard, Fort Good Hope, Fort McPherson, Fort Simpson, Fort Smith, Inuvik, Jean
Marie River, Norman Wells, Wrigley, and Yellowknife.

5Six CHRs participated in a focus group. Given the limited time, a modified community stakeholder
interview guide was used.
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e three other healthcare providers (e.g., a naturopathic doctor, nurse practitioner,
and licensed practical nurse).

Breast Cancer Survivor Sample

A total of 26 cancer survivors participated in the research through one-on-one
interviews and two small focus groups. They were predominantly from smaller
Aboriginal communities, and, 11 were diagnosed between 2010 and 2013. Most were of

Aboriginal ancestry and 22 were survivors of breast cancer (Figures 2 to 5). All of the
survivors were women.

Figure 2: Number of Survivors Figure 3: Number of Survivors Participating
Participating in the Journeys Project in the Journeys Project by Ethnicity
by Type of Cancer

Other, 1

Cervical, 3

Non-Aboriginal, 4

Breast,
22

Aboriginal , 22

Figure 4: Number of Survivors

Participating in the Journeys Project

Figure 5: Number of Survivors Participating
in the Journeys Project by the Year Diagnosed
by Age When Diagnosed

Did Not Less
State, 1 —\i — " than 40,

1

60+, 5

50-59,
12

2010-2013, 11

' 2000-2009, 10
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Survivors participating in the Journeys Project experienced their cancer journey in all
NWT regions/health authorities except Hay River. One survivor was from western
Nunavut (Figure 6).

Figure 6: Home Region, by Number of Survivors Participating in the Journeys Project

Yellowknife _ 4
saheo N «
Fortsmith [ -
Dehcho _ 2
Tiicho |
Nunavut - 1
0 2 4 6 8 10

Community Stakeholder and Family Member/Caregiver Samples

Twenty-six community stakeholders participated in the Journeys project through one-
on-one interviews and a focus group of 15 women. Community stakeholders represent:

e Aboriginal governments (e.g., Inuvialuit Regional Corporation, Gwich’in Tribal
Council, Liidlii Kue First Nation);

e abreast cancer advocacy group (Action Group);

e individuals engaged in health and wellness issues (e.g., members of the Stanton
Territorial Hospital Health Authority’s Elder Council, a retired community
health representative; and a health promotion worker); and

e community members and leaders.

Eight family members/caregivers participated in one-on-one interviews.



NWT Breast Cancer Journeys Project
February 2014

Youth Sample

The youth sample was comprised of nine Fort Good Hope high school students who
participated in a youth focus group. All the participants were female who had been
directly affected by breast cancer.

2.6 Research Limitations

The Journeys Project faced a number of limitations. First, the breast cancer picture in
Chapter 4 is very limited due to the lack of up-to-date NWT breast cancer statistics and
ethnic-specific information. As of January 2014, the NWT Department of Health and
Social Services” report on cancer in the NWT, scheduled to be published in September
2013, had not been released. The most recent published information on breast cancer
from the NWT Department of Health and Social Services was released by the
Department in 2011.°

The research team engaged 22 breast cancer survivors and four survivors of other
cancers, including three women who have survived cervical cancer. The inclusion of
women with other cancers ensured that the perspectives of survivors from various
NWT regions and from smaller, largely Aboriginal communities were represented as
much as possible. Breast cancer survivors from smaller communities did not generally
come forward on their own to participate in this project, despite promotion of
opportunities to do so. The team relied on their own community contacts and
community health care providers to identify and encourage survivor participants.

The Project terms of reference suggested a minimum of 20 health care providers, while
twice that many participated in this research. The increased numbers are due to the
interest and willingness of providers to participate in the Project, as well as the Project’s
interest in including providers with various roles and from various regions. The team
also made the best possible use of the travel dollars to NWT communities by
interviewing as many people as possible.

The higher participation by health care providers served to validate perspectives and
experiences. It does not mean that the suggestions offered by health care providers

¢ NWT Health and Social Services. August 2011. Northwest Territories Health Status Report. Yellowknife:
Government of the Northwest Territories

10
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carried more weight than the perspectives offered by survivors. Our findings report the
information collected from all research participants.

In most cases, the information and reported practices shared by research participants
were not checked for accuracy or against formal policies, since this was beyond the
scope of this project. The policy for non-medical escorts is an exception. It is clear that
there are conflicts between the experience and perspective among various research
participants and with GNWT’s policy for non-medical escorts.

The Journey’s Project focused on NWT women from smaller, Aboriginal communities.
To protect confidentiality, the report findings refer to Aboriginal practices, values and
peoples and do not specify geographical region or Aboriginal identity (e.g., First
Nation, Metis, or Inuvialuit). The team acknowledges that Aboriginal peoples are not
homogenous and that further research and exploration is required to act on findings
and recommendations with a view to making programs, services, and practices more
appropriate to specific Aboriginal populations.

Similarly, research participants were not always explicit about suggestions for
culturally-appropriateness of services and materials. Where examples were given, these
are provided in the report.

2.7 Report Structure

The literature review and research findings are reported using the cancer journey
chronology, in accordance with the goal of the Project, to improve the response to breast
cancer in the NWT across the full spectrum from finding an abnormality, through diagnosis and
treatment, to post treatment.

Chapter 3 provides information on the incidence of breast cancer and the breast cancer
pathway in the NWT. Chapter 4 presents research findings, including a summary of the
literature review. Chapter 5 highlights the strengths, gaps, and needs in the response to
breast cancer. Chapters 6 and 7 include recommendations and possible next steps to
address gaps and needs.

11
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3. The Breast Cancer Treatment Pathway, NWT

3.1 The Breast Cancer Treatment Pathway

Currently, no overview of the breast cancer treatment pathway is available for
distribution to the public.” Survivors and healthcare providers shared the steps from
finding an abnormality to diagnosis, and from diagnosis to the end of treatment. Steps
will be different for each breast cancer patient depending on where she lives and her
breast cancer.

Abnormality to Diagnosis

1. If a woman in a smaller community presents with an abnormality, the nurse will
assess the condition and refer her to a doctor. If a doctor is not available in a
reasonable amount of time — some communities have long periods between

doctors’ visits - the nurse may phone a doctor for a consultation.

2. Women are sent to Yellowknife, Inuvik, or Hay River for mammograms and
ultrasounds. If a woman is younger than 50 years of age, the doctor will usually
order a mammogram and ultrasound; if she is over 50, a mammogram. When
mammogram results come back the doctor will review them. “We get a booking
quickly —usually within a week or two.” If a mammogram is abnormal, the woman
will be asked to go back for a second mammogram to get additional images of
the abnormality. Women can be referred to the Lendrum Breast Imaging Centre
(Lendrum) in Edmonton (usually by a specialist). The doctor will also refer
women to a surgeon in either Yellowknife, Inuvik, or Edmonton. (Some
physicians refer women to a surgeon when they order the initial mammogram
and ultrasound to get them into the system faster.)

3. The surgeon will evaluate the abnormality. There is good coordination in
Yellowknife. For example, women can have a mammogram in the morning and
see a surgeon the same afternoon. If it is a palpable lump, surgeons in
Yellowknife and Inuvik can perform a biopsy, and one surgeon in Yellowknife
can perform an ultrasound-guided biopsy. Pathology results take seven to 14
days. If it is a non-palpable lump, women are flown to Edmonton, to Lendrum,

7 Personal communication, Department of Health and Social Services.
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for a biopsy, then flown back to their community to wait the seven to 10 days for
the pathology report. All sentinel node biopsies are performed in Edmonton.

4. Some physicians send women directly to Lendrum either because they are not
aware of the resources at Stanton Territorial Health Authority (Stanton) or they
feel that sending women to Yellowknife adds an extra step and slows the
process. The surgeon in Yellowknife may also advise women to go directly to

Lendrum.

5. A woman’s primary healthcare provider or the surgeon will give her the
diagnosis. The surgeon in Yellowknife will phone and ask if she would like her
results over the phone or in person. Depending on the woman’s preference, she
is flown back to Yellowknife to discuss the results.

6. If women are diagnosed with cancer, they are usually referred to Edmonton for
surgery and an oncology consultation. Women will be referred to an Edmonton
surgeon through Alberta’s Comprehensive Breast Program. This program will
send out a package of information to each breast cancer patient. This service ends
when a woman has had her surgery.

7. If a woman receives her diagnosis in Edmonton she may go home and then back
to Edmonton for surgery, consultations, and other treatment. Many stay in
Edmonton for further tests or to begin treatment.

Diagnosis to the end of Treatment

1. If surgery is recommended, most women go to Edmonton to the Comprehensive
Breast Program? for a surgery consultation and tests (e.g., blood work and other
tests), and then the surgery (partial mastectomy, mastectomy, double
mastectomy, or removal of some lymph nodes). Some surgeries are performed in
Yellowknife. Sometimes women ask for, and receive, a second opinion.

2. After surgery women go home to recover. Homecare nurses will visit to change
dressings.

8 Patients registered with this program receive a range of services to determine whether cancer is present and what
treatments may be considered. The program's goal is to help patients access services in a timely manner and
minimize delays in receiving care. http://www.albertahealthservices.ca/services.asp?pid=service&rid=1022658
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Women go Yellowknife or Edmonton to get drains removed. If there is no
infection, then the recovery time is usually three to four weeks.

Women may meet with physiotherapists after their surgery to learn exercises
that help with their recovery and prevent lymphedema of the arm.

After recovery, women go to the Cross Cancer Institute for further tests, to meet
with cancer specialists (e.g., medical oncologist and radiation oncologist), to
receive their treatment plan, and learn about their recommended treatments.

Treatment plans are individual and can include chemotherapy (chemo) and/or

radiation.

Women can start their chemo in Edmonton and continue in Yellowknife or do all
their chemo sessions in Yellowknife or in Edmonton. Women travel back and
forth from their community to the chemo site. Women can receive four to eight
cycles of chemo, 21 days apart. Decisions are tailored to each individual and
depend on the type and extent of cancer as well as a patient’s health.

Many women have adverse reactions to chemotherapy, including vomiting,
nausea, diarrhea, weight loss, and allergic reactions. Loss of hair is another side
effect.

Some chemo drugs can negatively affect the heart. Women on these drugs are
required to go to Edmonton regularly for a MUGA (multigated acquisition) scan
to check on their heart.

Chemo impacts a woman'’s blood cell count making her more susceptible to
tatigue, infections, and fever. Typically blood counts fall seven to 14 days after
chemo and women must take care to avoid infections and exposure to people
who are ill. Blood samples are taken regularly and chemo treatments can be
delayed if blood counts are low. If blood counts are low, women may receive
injections to help encourage blood cell growth.
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Women who have radiation treatment will stay in Edmonton for the duration of
this treatment, usually four to eight weeks.

Women may return to Edmonton to see a medical oncologist and radiation
oncologist for follow-up, or they may be discharged from the Cross Cancer
Institute and follow up with the surgery clinic or their general physician. The
Cross Cancer Institute issues follow-up guidelines. Follow-up starts with a
clinical exam every three months for two years, then every six months for two
years and then yearly. Mammograms are yearly after completion of treatment.

Women may be prescribed Tamoxifen for a number of years after their breast

cancer treatment to reduce the chance of a reoccurrence of cancer.
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4. Research Findings

4.1 Literature Review

The literature review for Phase One of the Journeys Project provided background
important to the development of interview guides and a context for the needs
assessment. It focused on Aboriginal women and the issues they face, particularly those
living in small communities. The Breast Cancer Journeys Literature Review, with
bibliography is included in Appendix D.

Breast Cancer in the NWT

Breast cancer is the cancer that most often affects NWT women. Of newly-diagnosed
cancers in women, 34 percent are breast cancer. Between 2006 and 2010 an average of 20
women in the NWT were diagnosed with breast cancer each year. Unlike some other
cancers such as colorectal and lung, NWT breast cancer incidence and mortality rates
are similar to Canadian rates. For example, between 2006 and 2010 the breast cancer
incidence rate was 96 cases per 100,000 in the NWT compared to 99 per 100,000 in
Canada (2007). The mortality rate was 20 per 100,000 in both the NWT and Canada.’
Breast cancer is unique in that, unlike other cancers, there is no relationship between
breast cancer mortality and poverty, according to a 2013 Statistics Canada study.

The lack of Aboriginal-specific statistics limits the understanding of breast cancer in the
NWT and elsewhere and the impacts of culture and identity on the cancer journey
(Women’s Health Goulburn North East, Canadian Partnership Against Cancer, 2011:7).

The NWT Department of Health and Social Services identified many challenges for
territorial residents experiencing cancer (2013a).

® access to cancer care services

e medical travel and long-distance hospitalizations
e lack of culturally relevant resources and services
e language and cultural barriers

e limited human resource capacity

e emergency and acute care

e addictions and co-morbidities

9 Based 2007 data (Canada) and an average of 2006-2010 data (NWT).
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e lack of familiarity with the cancer care and/or health care system
e lack of community and health care provider knowledge and awareness about

cancer and cancer care-related services

Additional challenges found in the literature relate to financial pressures and high
medical and health staff turnover.

Culture, Language and Identity

The literature review focused specifically on Aboriginal people because they make up
50% of the NWT population and 90% of the people in smaller NWT communities,
where the challenges for patients are seen to be the greatest. The NWT Aboriginal
population is made up of First Nations (29%), Metis (10%) and Inuvialuit (11%). Issues
related to culture, language, and identity do not impact all Aboriginal people in the
same ways. Challenges for Aboriginal breast cancer patients, and in fact all women, are
influenced by their financial resources, their support systems, and lifestyle choices.

Aboriginal people carry a unique burden of historical trauma related to the social
determinants of health (housing, education, poverty) which affects the level of trust
they have with the health care system (Saint Elizabeth, 2012c). An Australian study
suggests that health care professionals under-estimate the extent of the differences
between the thinking, beliefs, and practices of Aboriginal and non-Aboriginal people
(Women’s Health Goulburn North East, 2010, 8).

A Saskatchewan study described the shame, stigma, and silence associated with breast
cancer for some Aboriginal women, as well as the fear that self-examination or
screening might invite cancer into the body (Thomas-MacLean, Atlantis 33.1, 2008). The
same study found that Aboriginal women had great resilience and strength due to their
childhood experiences in foster care and residential school. Women were using these
strengths to deal with their own cancer and support other cancer patients and

SUrvivors.

Cancer control for Aboriginal people will be more effective if they define their own
health needs and priorities, are included in the governance of mainstream health
services and have access to outreach in small communities, according to Roder (quoted
in Adams, Hardwick, Embree, Sinclair, Conn and Bishop, 2009, 25). Other hallmarks of
success include service provider education about Aboriginal culture, culturally safe and
respectful care, and appropriate travel and accommodation to access care.

17



NWT Breast Cancer Journeys Project
February 2014

An NWT naturopath suggests that naturopathic doctors understand “both the
conventional health model as well as more traditional approaches to healing...and have
been shown to be an effective bridge between both models of care (Redvers, 2013). The
author quotes a Health Canada study that supports this view. However, neither the
NWT nor the federal non-insured benefits program pay for the services of naturopathic
doctors, limiting access to this option for all except those living in Yellowknife and with
private health care coverage.

Jurisdiction and Integration

Aboriginal people face federal and provincial/territorial jurisdictional issues unknown
to other Canadians. For example, health insurance coverage varies due to place of
residence, status, and the service provided. The NWT is the only jurisdiction with a
Metis Health policy, and the Yukon, the only jurisdiction recognizing traditional
healing practices.

The literature cites a lack of coordination of cancer care among professionals,
particularly between cancer treatment centres and community health centres (Trussler,
2007; St. Elizabeth, 2012c). Trussler recommends a comprehensive model of integrated
care to overcome service fragmentation, and identification of strategies and
technologies to enhance the efficient exchange of cancer care information among
jurisdictions. Policy change and cooperation are necessary to resolve the specific
jurisdictional issues that complicate cancer pathways for Aboriginal people.

Access to Care and Information

More than 75% of health system patients are satisfied with the service they receive, wait
times, access to services and information, and interpretation services, according to the
2012 NWT Health Care Services Patient Satisfaction Questionnaire. A total of 1,749
surveys were returned from NWT health centres, hospitals, clinics and public health
offices.

According to the literature, living in a remote or rural area presents a barrier to cancer
prevention, early detection, and treatment. Geography can also be a barrier to breast
cancer screening. The Alaska Comprehensive Cancer Control Plan (2006) identifies a
number of outcomes related to living in an underserved part of that state.

e diagnosis and death from preventable cancers
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e diagnosis of late-stage disease from cancers that are detectable at an early stage
through screening

e no treatment or treatment that does not meet currently accepted standards of
care

e death from cancers that are generally curable

e suffering from terminal cancers in the absence of adequate pain control or other
palliative care

People in small NWT communities identified a need for more and culturally

appropriate information and education about cancer, in part to facilitate advocacy and
self-advocacy (Saint Elizabeth 2012b and 2012c).

Healthcare Provider Knowledge and Awareness

Trussler (2007) found a lack of breast cancer resources for primary healthcare workers
and a lack of knowledge among them. Fort Good Hope sharing circle participants also
said health care workers need training, particularly multi-cultural training (Saint
Elizabeth, 2012b).

The Breast Cancer Journey

The literature suggests that while physical care is satisfactory, there is inadequate
attention paid to the emotional aspects of cancer and to the “whole person” (Saint
Elizabeth, 2012a). Trussler noted that low-income, immigrant, and Aboriginal women
have significantly greater information needs.

The outstanding need for patient navigation came across clearly in various reports. The
Walk a Mile in My Moccasins report (2012) suggested that any navigator, and especially
Aboriginal navigators, need the support of all partners and jurisdictions, since their
work will cross jurisdictional boundaries.

One source described navigation as a demanding, multi-faceted role needing extensive
cancer knowledge and the ability to “facilitate a coordinated approach, provide
emotional and psychological support, engage in caring and therapeutic communication
and relationships, and enable education and information sharing” (Cancer Journey
Portfolio, 2012, 13).

A common treatment flaw identified in the literature was a lack of, or
miscommunication, among professionals, a factor that aggravates patient anxiety and in
some cases, instigates clinical errors.
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The literature also suggests a lack of support for survivors and palliative care in remote
communities. The Alaska Survivorship Resource Plan (2013): Addressing the Needs of Alaska
Cancer Survivors noted a lack of programs in remote communities, a lack of information
and understanding of the long-term effects of cancer treatments, a lack of health care
provider knowledge about issues affecting cancer survivors and high costs of travel for
follow-up services.

The need for culturally-appropriate support groups for survivors was also identified in
the literature (Psychosocial Health Podcasts, 2011). Thomas-MacLean’s research (2008)
found that age-appropriate and Aboriginal support groups need to incorporate
Aboriginal concepts of health. The successive evaluations of Action Group programs
and retreats point to the success of psycho-social support programs for survivors
(Auchterlonie, 2008; Brockman, 2011, 2012, 2013; Lutra Associates, 2012).

Providing palliative care is challenging in rural and remote areas, especially without
specific training and dedicated workers in this role (Saint Elizabeth, 2012c).

Promising and Leading Practices

The literature review identified a number of promising and leading practices and
models of care. Some of these demonstrate the power of effective partnerships that
improve cancer care in the areas of e-technology, outreach, treatment, and patient
navigation. Others address the key issues encountered by Aboriginal women, or
women living in remote communities or during specific stages along the breast cancer

journey.

4.2 Breast Cancer Screening, Finding an Abnormality and Diagnosis
Screening

Healthcare professionals in the NWT can refer women younger than 50 years of age to
mammography screening if they are deemed to be at higher risk, usually based on
family history. Women 40 to 49 years of age can also self-refer to screening, however,
women who self-refer are not eligible for medical travel benefits. Most women are
referred for mammograms at 50 years of age. Follow-up mammograms are
recommended every two years for women of average risk.

NWT women who do not live in Inuvik, Yellowknife, or Hay River travel to one of
these centres for mammography screening. Women from more isolated communities

20



NWT Breast Cancer Journeys Project
February 2014

can travel long distances to access screening (e.g., women from Fort Liard travel 14
hours by bus to Hay River). In some small communities (e.g., Aklavik) charters are
arranged and 10 to 14 women go to screening together. Approximately 12 years ago, a
mobile mammography unit from Northern Alberta — the “Boobie Bus’ - visited
communities with road access in the South Slave region. This service was discontinued
after Hay River began a mammography program.

Currently, there is no NWT-wide registry or database for breast cancer screening or a

territory-wide system for automatic recall.

Women living in Yellowknife who have “We are still trying to figure out if the
gone for a mammogram once receive a Stanton program or the health centre
booking reminder letter every two years here should contact women when they
from Stanton Territorial Health Authority’s are due for mammograms.”

Breast Screening Program. Women who

travel to Inuvik for mammography screening are also tracked. Most health centres in
smaller communities maintain master lists of when women are due for mammograms,
pap tests, etc. Turnover in healthcare positions in communities can create challenges in
tracking and following up with women who are deemed higher risk.

Most NWT communities mail invitations to women to attend their bi-annual ‘well-
women’ clinic.’® During these clinics, healthcare providers perform a pap test and
discuss breast cancer screening, breast health, breast self-exams, and the impact of
lifestyle choices such as diet, exercise, alcohol, and tobacco on health. Healthcare
providers perform a clinical breast exam if women consent to one. One healthcare
provider indicated that approximately 25-30 percent of women agree to the exam.
Family physicians in larger centres may raise awareness of breast health, breast self-
exams, and breast cancer during physical check-ups and will perform a clinical breast
exam if women agree.

The current practice of offering and performing clinical breast exams and discussing
and encouraging breast self-examination is no longer supported under the most recent
NWT Breast Cancer Screening Clinical Practice Guidelines, which recommend that
healthcare providers not complete clinical breast exams and not advise women to

'%In an effort to raise awareness of the importance of regular check-ups for men and not to differentiate
between women and men, one region has renamed bi-annual check-ups the “well adult” program. They
report that the name change has not negatively affected the number of women accessing the program and
has increased the involvement of men slightly.
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routinely practice breast self-exams!! or the Canadian Breast Cancer Screening Clinical
Practice Guidelines.!?

Health centres and healthcare providers participating in this research raise awareness of
breast health and breast cancer, and encourage breast cancer screening in a number of
additional ways.

¢ One health authority purchased and distributes kits from the Canadian Cancer
Society to encourage women to do breast self-examinations.

e One health care provider educates women on knowing their breasts and
understanding changes, as opposed to breast self-exams.

e CHRs and other health promotion staff promote the importance of breast health
and breast cancer screening during October, breast cancer awareness month.

¢ One healthcare provider identified the Action Group’s Breast Health and
Healthy Living Workshop as a good example of how to raise awareness and
encourage women to practice breast health in a fun and non-threatening
environment. Other healthcare providers were not aware of the kit or the
workshop.

¢ One healthcare provider talks to younger women about breast health and
prevention (e.g., how healthy lifestyle choices can decrease a woman’s chance of
developing breast cancer). She indicated

that younger women are keen to learn “We inform them of the benefit and
about breast health and how they can

they choose to get screened. Our

reduce their chances of developing values indicate that it’s beneficial,
breast cancer. (but) someone else may not want to
e The Fort Smith Health and Social get screened.”

Services Authority recently introduced

the Better Project,'®> which targets people 40-65 years of age. The project
encourages and supports healthy lifestyles and participation in chronic disease
screening as a way to improve quality of life.

"Northwest Territories Health and Social Services. October 2013. NWT Breast Cancer Screening, Clinical
Practice Guidelines.

12 http://www.cmaj.ca/content/183/17/1991

3 The Building on Existing Tools to Improve Chronic Disease Prevention and Screening in Family
Practice (BETTER) Project is aimed at improving chronic disease prevention and screening (CDPS) for
cardiovascular disease, diabetes and cancer in family practice settings. It is an initiative of the Canadian
Partnership Against Cancer.
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In an effort to encourage women to take responsibility for their health and well-being,
some health centres no longer send invitation letters to well-women clinics. “We are
shifting accountability for their own health to the person.” One healthcare provider noted
that, as healthcare providers, it is not their responsibility to ‘force people to be healthy’ but
to communicate effectively and allow people to make their own choices about their
health and well-being.

Healthcare providers and community stakeholders said that past experience, trauma,
poor body image, and cultural taboos can impact a woman’s comfort level with
screening and the medical system. Talking about or touching breasts can trigger past
trauma or be difficult because of unhealthy teachings (e.g., that it is shameful to touch
or talk about breasts).!* Other women may avoid screening because they are afraid of
receiving a cancer diagnosis. Some Aboriginal women may be uncomfortable with male
doctors or white doctors or nurses. One health care provider clarified this discomfort:
“It’s not about racism, but about what triggers people.”

Healthcare providers and community stakeholders see a need for an open discussion
with women about the cultural appropriateness of the services provided, especially for
women who experienced residential school and/or sexual abuse and who do not have a
healthy sense of sexuality or their bodies. “We should take into account past history and do
something to accommodate this.”

Some healthcare providers question the impact of current health promotion approaches
and suggest using both traditional methods (e.g., brochures, posters, public service
announcements) and new, creative approaches (e.g. video and audio messages using
radio, TV, social networking, YouTube, etc.) for mass and targeted messages. Messages
need to be clear (e.g., what is breast cancer, what should women be doing to reduce
their risk; when should women get mammogram) and in all official languages.

Prior to their cancer diagnosis, most survivors participating in the Journeys Project
went for mammograms regularly and performed breast self-exams sporadically. “Once
in a while I did a self-exam.” One survivor went for annual mammograms because of a
family history of breast cancer. A couple of survivors said that they rarely did breast

14 The 2010-2013 Report of the Tlicho Cultural Coordinator documents the need for effective interpreters
for elders dealing with health care providers and the need to reframe “religious-based terminology” to
address sexual health in the Tlicho region (p. 33).
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self-exams - one because she didn’t know how to and one survivor could not remember
if she had performed self-exams.

Finding and Assessing an Abnormality

Healthcare providers said that, in most cases, the process runs smoothly and women
move into and through the system quickly, however, “waits along the cancer pathway can
compound.” Healthcare providers are able to ‘fast track” the process if they are concerned
about a woman.

Delays, inconsistent approaches, and the potential for women to ‘fall through the
cracks’ can be created: when locums don’t know the system or about the resources
available at Stanton Territorial Health Authority or elsewhere along the breast cancer
pathway; when there is high turnover in community healthcare positions; due to long
wait times for appointments with family doctors in larger centres; and, because
naturopathic doctors cannot refer a woman for a mammogram or ultrasound.

One healthcare provider is currently examining wait times and whether longer wait
times compromise care. This individual offered a couple of potential solutions for
reducing wait times: work with Alberta health care so that women see surgeons more
quickly, for example, immediately after their biopsy (this can be difficult as clinics are
very busy); or, expand capacity at Stanton to perform sentinel lymph node biopsies.

Eleven of the 19 breast cancer survivors who shared how their breast cancer was found,
discovered a lump or noticed changes to their breasts (e.g., bleeding and inverted
nipple or red flakey skin on their breast); seven indicated that their cancer had been
found during mammography screening; and one said that her doctor found a lump.
This corroborates information from healthcare providers. “We have more pick-up of issues
— women notice something unusual such as pain, leakage, etc. - than from women coming in for
the well-woman program.”

Fifteen of the 22 survivors who responded to this question were satisfied with the time
they waited for further screening, biopsies, diagnosis, and treatment.

o  “The next day 1 was sent to Yellowknife. I had a mammogram and saw the doctor. We
made an appointment at the end of November for a biopsy. In mid-December I got the
news it was cancer from local doctor/nurse. On January 13" I had my surgery.”

o “They sent me to Yellowknife within days.”
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“She sent me to Lendrum Breast Imaging Centre within two weeks for another
mammogram and ultrasound. The technician there did two mammograms and then said
she wanted me to see a doctor.”

“About 10 or 12 days later the surgeon in Yellowknife called me at home and said there
was something suspicious. Then Medical Travel called me and said I had an appointment
with the surgeon and to bring an escort.”

“After my mammogram in April I was told in May that I needed to go to Edmonton for
further consultation as the mammogram had found lumps. I had another mammogram,
which picked up a mass. I stayed there and met with another doctor and talked about
treatment options. He said I could immediately have surgery as there had been a
cancellation. The whole timeframe was from April — June 1 (surgery date.)”

“I had a mammogram in December. I got a phone call in January to say that they had
found dense tissue. I went to Edmonton February 13" for an ultrasound. When in
Edmonton, they found two suspicious lumps, so they did two biopsies that day.”

“The lump was found during a routine mammogram on January 24*. After the first
mammogram they did two more scans. I was sent to Lendrum for a biopsy on February
14" and got a call on March 2" with the results. I saw a surgeon in Yellowknife, March
7m”

“I found the lump on Feb. 3. I called my doctor and was able to see her that morning.
They did a biopsy in Inuvik, then I went to Yellowknife for another biopsy. I got the
results February 27".”

Six survivors however, had to wait longer and sometimes had to be strong self-

advocates to have their concerns addressed and their cancers diagnosed. Their

experiences indicate that some health centre staff may not be listening or receptive to

people coming in with health issues. As a result, people are either misdiagnosed or not

responded to in a timely manner.

One woman was told her lump was likely a cyst and waited six weeks to get a
mammogram appointment.

One woman'’s lump did not show up on the mammogram and was told by the
health centre that it was probably fatty tissue or a cyst. She finally made an
appointment to see a doctor in Yellowknife who referred her to a surgeon.

One woman, with cervical cancer waited 1.5 years to be diagnosed. The health
centre insisted the cause of her bleeding was menopause. She finally went to a
regional centre on her own for a pap test, which came back positive for cervical
cancer.
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e A healthcare provider suggested to one woman that she use ointment on the dry,
red, flakey skin on one of her breasts. The woman refused and was referred for a
mammogram — which did not find an abnormality — and then to a surgeon who
did a biopsy and diagnosed her with cancer.

e One woman observed secretions from her nipple and her nipple inverting in
December. She went to the health centre and they told her not to worry. She
finally received her diagnosis the following October.

Diagnosis

A diagnosis is usually provided to patients by a

surgeon, physician or nurse practitioner. “When I give bad news 1 do it over
Diagnoses are given in different ways - over the the phone. I have to make myself
phone (at work and at home) and in person. available for the patient if he/she
Women are sometimes advised to bring wants to come in to talk. I don’t
someone in with them. Healthcare providers hold things back, they are waiting
said that women are anxious to hear one way or | for the news and I think that it is
the other and that “it will never be a perfect thing.” | better if I don’t delay it further.”

If the diagnosis is given by healthcare providers at Stanton or in Edmonton, other
healthcare providers, (e.g., clinic nurses and/or cancer navigators) often participate in
the meeting to provide support and information. “People have to be told. Then we gauge
how the patient and family are responding before moving on and providing additional
information.”

Survivors confirmed what healthcare providers said. That is, they were told in-person,
over the phone, in their home community, and in Yellowknife or Edmonton, and were
told by surgeons or their primary healthcare provider. Six women had family members
with them for support, but 10 women were alone. Before receiving their diagnosis, two
women were given a “heads-up’ by primary healthcare providers that something was
not right with their mammogram results, others did not suspect that they were going to
receive a cancer diagnosis and went into the meeting unprepared for the news. Four
women found it hard to receive their diagnosis delivered in a ‘cold and matter of fact’
way. Two women appreciated that the healthcare provider’s approach was “straight
forward” and that they didn’t try to soften the news.
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Comments below show the varied responses to the news:

o “I had a feeling that it was cancer, so I really was not surprised.”
e “Family doctor told me over the phone I had cancer. I was in my office. I broke down. My
boss sent me home. I was in shock. I was scared. I took a few days off work because of the

stress.”

o “Got a call from my doctor. I was at home, by myself. It was really stark and was quite a

shock, but I am not sure what would have made it better. I had gone for a biopsy, I knew

that it was going to be good or bad. I was expecting the call.”

o “Itis very difficult to hear cancer news on your own. Patients need to be given a choice

of how they would like to hear their diagnosis.”

Understanding the Diagnosis, Prognosis, and Treatment Plan

Healthcare providers felt that approximately half of their patients did not fully

understand their diagnosis, prognosis or
treatment plan. Both healthcare providers and
survivors said that breast cancer patients are
different: some want and need to know
everything; some don’t want to know the
details; others only want to know about the
next stage or step; some may understand
information up to a point, but don’t know all
that it can mean or do not have a clear
understanding of it; others do not ask
questions or don’t know what questions to
ask; and some only think of worst case

scenarios which can cloud their understanding.
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“Many of them have as much
knowledge as I would have, from
their reports. Someone has gone
through reports with them. They
know about their treatment plan,
how many treatments, what kind of
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and know end results. They know
more about medication than I do. It’s
phenomenal.”
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Healthcare providers, survivors and family members/caregivers identified a number of

factors that can impact a woman’s ability to understand her diagnosis, prognosis, and

treatment plan:

shock at hearing they have cancer: “People’s brains stop at the word ‘cancer.’
They walk out of the doctor’s office and don’t remember anything beyond that.”
denial, fear, the perceived stigma of cancer, and cancer as a death sentence:
“If a woman knows of others who had bad experiences on their cancer journey she
thinks that she will have the same experience.”

how information is transmitted.

how much information is available. For example, at the initial diagnosis, the
healthcare provider may not know the treatment plan or prognosis.
whether the woman feels empowered to ask questions and has input into
decisions. Factors such as past
trauma, negative experiences with “The surgeon told me what he was

medical and other systems, low planning to do. No options were
provided. I never did get my

diagnosis in writing. I wish that 1
had been given the option of taping
all my consultations so I could have
listened to it at a later date. I would
have also liked to get some
information in writing.”

literacy levels, socio-economic status,
culture, and age can impact a
woman’s level of engagement,
comfort level asking questions, and
ability to self-advocate. “Some people
are really passive and don’t question

what the healthcare providers say.”
traditional beliefs. For example, Dene may not be comfortable when others
make statements about what will happen in the future.
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Healthcare providers, survivors, family members/caregivers and community
stakeholders offered similar suggestions on ways that help, or could help, women and
their families better understand their diagnosis, treatment plan, and prognosis.

1. Have an escort/support person present when a woman goes for a biopsy and

when she receives her diagnosis, “When I told. I
en I was told, I was so

shocked, I didn’t hear a word she
said. I went and walked and
walked. I couldn’t remember what

the doctor told me, so I got my
understand their role (e.g. to take notes, | yiece and she came back with me

prognosis, and treatment plan. If this is
not possible, arrange for a cancer
support person/navigator or a trained
peer volunteer. Train escorts so they

ask questions, research information, to the hospital. The doctor made
advocate, and provide emotional time and answered all the
support). “In every appointment I couldn’t | questions and told me there was
hear what they were saying. That is why a hope. That made me feel really
support person is critical.” good.”

2. Give a woman the choice of how she
would like to hear her diagnosis (e.g., in person, by phone or using Telehealth).

3. Train healthcare providers to deliver information using clear, simple language
and concepts as well as pictures, and diagrams. Involve healthcare providers
who are knowledgeable about the cancer pathway to answer questions about
possible complications. “People need information in a language they can understand,
either in their Aboriginal language or in clear, simple English.”

4. Use trained interpreters and have a policy of actively offering interpretation.
“The reality is that patients refuse interpreting

services because an active offer isn’t made.” “When people are alone they think
5. Repeat information and deliver too much, don’t eat, sleep, and may

information in chunks through multiple use alcohol and smoke more.

appointments or interactions with other Cancer is a really emotional

healthcare providers/navigators, follow-up disease and can leave lots of
emotional scars. People tend to

with written information, and tape
think the worst.”

appointments. “Women are given the

opportunity to re-book appointments with
doctors and surgeons to go over the results a second time, with a support person in
attendance.”

6. Raise awareness among healthcare providers of the grieving process people go
through and provide universal access to counselling and supports to help
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women and their families accept the diagnosis and prepare for the cancer
journey.

7. Improve communication between healthcare providers so that community-
based/primary healthcare providers have a record of the diagnosis, prognosis,
and treatment plan and required follow-up.

8. Provide access to trained peers - breast cancer survivors - and/or community

peer support groups where people can ask questions and share information. “We

learn from stories and listening to each other.”
“I was scared and stopped eating.

I was afraid that if I ate the cancer
would grow big. I never went out.
I didn’t feel good. I didn’t like how
people looked at me. I would
always wonder what they were
thinking.”

9. Give all breast cancer patients a
standardized cancer pathway/process map
that outlines the process in all languages.
Information could include written materials,
videos, YouTube videos, and other visuals.

10. Raise awareness of and provide breast

cancer patients access to written information
— pamphlets and books as well as healthcare providers, (e.g. navigators and other
support people) to further explain the information.

4.3 Breast Cancer Treatment

Survivors and healthcare providers feel that the Alberta medical system treats NWT
patients well. NWT patients ‘move to the front of the line in Alberta’ because of service
agreements between the two jurisdictions. Wait times can vary depending on the type
and stage of the breast cancer. Survivors reported that approximately two and five
weeks elapsed between their diagnosis and their first treatment. Healthcare providers
confirmed this information, estimating that the average wait is approximately four
weeks. The wait time experienced by NWT patients are similar to those reported by
Alberta Health Services. For example, between October 1t and December 315t 2013, 90%
of cancer patients in Alberta waited 5.4 weeks from the date that a referral was received
from a physician outside a cancer facility (e.g., family physician or surgeon) to the date
that the first consult with and oncologist occurred and 90% waited 4.1 weeks from
referral to first consult with a radiation oncologist.'®

Wait times can be longer if a breast cancer patient receives conflicting information from
specialists, if she does not have the identification required to travel by plane to

15 Alberta Health Services. http://waittimes.alberta.ca/CancerChemotherapy.jsp
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Edmonton, if there are communication issues, if referrals get lost in the system, and

when patients delay treatment because of family responsibilities or issues (i.e., they put

their families’ needs first).

The majority of breast cancer treatment is provided at Stanton Territorial Hospital in

Yellowknife and the Cross Cancer Institute in Edmonton, with health centres in smaller

communities providing follow-up care. Healthcare providers and survivors identified a

myriad of healthcare providers and others involved in the cancer journey. No one in the

medical system either at the community, regional or territorial level, however, is

responsible for navigating the system and coordinating care. Those involved include:

surgeons in Yellowknife and Edmonton

mammography units in Yellowknife and Edmonton

ultrasound technicians in Yellowknife and
Edmonton

oncology nurse navigator in Yellowknife
and breast cancer navigators in Edmonton
medical oncologist, radiation oncologist
and radiation technicians in Edmonton
(one medical oncologist also travels to the
north regularly)

medical travel personnel in regions and
Yellowknife

medical daycare unit in Yellowknife

“Northern Health Network in
Edmonton is a fantastic resource
for us. They follow our patients
while there and are a resource for
us to clarify what’s happening,
especially pre-discharge. It's the
best service ever. Wish there was
something similar in Yellowknife.”

physiotherapists in Edmonton, Yellowknife, Hay River, Fort Smith, and

Inuvik

clinic nurses in Yellowknife and Edmonton

nurses at the Cross Cancer Institute

nurses from the Northern Health Services Network in Edmonton

health centre nurses (and receptionists for medical travel)

homecare nurses in the NWT

home support workers in the NWT
family physicians in Yellowknife and
communities

nurse practitioners in Yellowknife and
communities

lab personnel in Yellowknife and
Edmonton
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e emergency room doctors in Yellowknife and Edmonton

e locums in Yellowknife and communities
e massage therapists in Edmonton and the | “We (the health centre) don’t
NWT have much involvement during
e discharge planner, Yellowknife treatment, but for follow-up. We
get all reports from hospitals and
would know when next chemo
session would be happening. For
blood work — we do labs for them if
need be prior to chemo.”

e pharmacists in Edmonton and NWT

e mental health and addictions workers,
NWT

e counsellors, NWT

e naturopathic doctors, Edmonton and
Yellowknife

e traditional medicine doctors, Edmonton, NWT, and other locations

e counsellors and psychosocial support programs, Edmonton

e boarding homes in Yellowknife and Edmonton

e family members/caregivers.

Survivors provided the following comments about their experiences in treatment when

asked about the medical services they were most and least satisfied with.

“Homecare in Yellowknife was awesome. Homecare was at my house within an hour of
me getting home.”

“I was most satisfied with one surgeon in Yellowknife because he was clear and straight
forward, he took control, and he was easy to talk to. I felt that I had a voice.”

“I requested homecare to wash and change my dressing, but they weren’t good about it.
They said it was not part of their job. Homecare worker came for one week - she didn’t feel
comfortable coming back.”

“I was most satisfied with the Cross Cancer Institute.”

“I found that generally most medical professionals listened to me and treated me like an
intelligent person.”

“I was most satisfied with my GP. I can access her and she takes the time with patients.”
“I felt like there was a good team of professionals looking after me. There was good
communication between the team and me.”

“I like some of the ladies at the health centre the least. Sometimes when you are ill you
would like some comforting. They're not like that.”

“I had little to do with the health centre - they took my blood before chemo and then after
radiation.”
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e “When I got home from Edmonton I drank herbal stuff (vat root, spruce gum tea) for
three months and then I was okay.”

o “They wanted to do one more round of chemo but I refused it. I was so weak and sick. I
came home. It was my decision to not take the last treatment.”

o “lwas really sick for a month and a half, with constant diarrhea for over a month and
had to use the washroom 15 times a night. Lost weight, went from 135 to 80 Ibs. I was
scared and weak and really tired out. I'd get up each day and try to do something to get
my strength came back.”

o “For aftercare, I was dehydrated so I went to the health centre a couple of times. A few
times, the nurse came and checked on me at home. Pretty good aftercare — for her to check
at home.”

e “Homecare worker came a few times, then they said I needed to request their help. Once
or twice I requested their help, but I was too tired to call and ask. There was not enough
care from homecare — they should have called.”

Research participants (i.e., survivors, family members/caregivers, community
stakeholders and healthcare providers) identified a number of factors that can
negatively impact breast cancer treatment.

v" There are no clear process maps for healthcare providers or treatment pathway
maps for breast cancer patients and their families and no one in the system, at the
community, regional or territorial level, to coordinate care, navigate the system,
and be an advocate for the patient and her family.

v Many health care providers do not have a good understanding of the role in
cancer care of naturopathic doctors or traditional Aboriginal medicine and
doctors. For example, as with western doctors, Aboriginal doctors have different
specialties. There is little collaboration between the different systems (i.e.,
western, Aboriginal and naturopathic). For example, there are supportive
naturopathic therapies that can reduce the side effects of chemo and radiation
treatments. There is no non-insured benefits coverage for Aboriginal traditional
medicine outside of the NWT.

v" The Northern Health Network in Edmonton provides reports to medical staff in
the NWT about northern patients. With a staff of 3.7 nurse positions they look
after 8,000 patients per year. This large caseload and the fact that they are often
asked to do things beyond their responsibility areas (e.g., booking appointments,
providing follow-up), can challenge their capacity.

v" NWT physicians are not able to prescribe medications while a patient is in
Alberta receiving treatment (i.e., through Alberta Health Services). Many
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primary healthcare providers may also not know what medications to prescribe
during treatment, such as chemo. Some patients from the NWT do not have the
financial resources to pay for prescriptions while in Edmonton and others have
difficulty finding and getting to a drug store.

4.4 Travel and Escorts
Travel

Medical travel is an expensive, complicated aspect of cancer care that requires good
coordination and communication between a number of individuals, systems and
jurisdictions. Breast cancer patients may travel to Yellowknife, Edmonton, Inuvik, or
Hay River for follow-up screening once an abnormality has been detected, and for
biopsies, diagnosis, consultations (e.g., surgery, oncology and radiation), surgery,
follow-up after surgery, chemo, radiation, and checkups or other tests. Breast cancer
patients who undergo radiation treatment usually stay in Edmonton for the duration of
this six-to-eight-week treatment but travel back and forth to Edmonton or Yellowknife
for chemotherapy.

Ten healthcare providers estimated that breast cancer patients travel outside their
community an average of nine times, depending on the cancer and treatment plan. This
estimate does not include aftercare check-ups, which can be monthly, every three

months or every six months in the first “ prefer we get the pathology report

year. Eight survivors participating in this while they are in Edmonton so they can

research travelled from their communities initiate their treatment at the Cross
between 10 and 20 times, not including Cancer Institute, so they are not flying
aftercare check-ups. back and forth. Edmonton is so much

more efficient than Yellowknife.
Yellowknife just keeps running them back
and forth. Edmonton is good at
appreciating how the travel works and
what it costs.”

One healthcare provider expressed
frustration with the ‘shunting” of breast
cancer patients to and from Yellowknife,
(e.g., for a biopsy, then back to their

community, then back to Yellowknife to
receive their diagnosis, then to Edmonton to begin their treatment).

Medical travel is initiated through a requisition from the primary healthcare provider.
Where patients stay and who organizes their travel depends on their employment and
ethnic status. For breast cancer patients from smaller communities who are not GNWT
employees, travel will be initiated by the Nurse-In-Charge (NIC), followed up by the
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receptionist and forwarded to medical travel personnel in regional health authorities to
complete. In larger centres, the primary health care provider, usually a physician, will
send a requisition to the medical travel personnel in the health authority. Medical
travel personnel at Stanton will also book travel. The GNWT Department of Human
Resources books all travel for their employees. All travel requests eventually funnel
through the territorial manager of medical travel at Stanton.

Breast cancer patients stay in hotels, with family, in the hospital, at medical boarding
homes: Vital Abel Boarding Home, Larga Kitikmeot in Yellowknife (for patients from
Nunavut), Larga House or Compassion House in Edmonton, and the transient unit at
the hospital in Inuvik. GNWT employees stay in hotels. “I went to Vital Abel with my
husband for my first chemo session. It’s good there though there is some baby noise, but no one
can help that when a baby is sick.”

Boarding homes often go beyond their mandate to provide food and shelter and
transport people to and from their appointments, offer emotional support and help with
travel issues. “I liked the transportation, the food, and the socializing at Larga House.”

Survivors had many positive things to say about medical travel and identified medical

travel personnel in most regions who [ . .
From my stand point in my own practice, it seems

very well organized in terms of the timing of travel
and attendance at appointments. Much better say,

than northern Alberta or northern BC. Sometimes

things fall through the cracks due to weather

were helpful. One survivor noted that
as her medical condition changed she
was obliged to change some of her

appointments and noted that medical

travel and the Cross Cancer Institute | problems, but we can usually be flexible and get
were both able to respond quickly people in within a day or two if they are delayed due
and rebook. The oncology nurse to weather.”

navigator in Yellowknife was also
seen as helpful, getting forms filled out and signed.

Healthcare providers, survivors, family members/caregivers and community
stakeholders identified several factors that contribute to last minute travel
arrangements and missed appointments. Not surprisingly, many patients become upset
and stressed when they are informed of last minute travel arrangements and some miss
appointments because of work, family, and/or home responsibilities. The reasons for
last minute travel arrangements relate to:

e capacity of existing medical travel personnel.
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issues with the flow of information. In some cases, the breast cancer patient

may be given a list of scheduled appointments while she is in Edmonton, but this

information is not copied to primary healthcare providers. Patients do not realize

this and assume that their primary healthcare providers have also received the

information and initiated their travel.

communication issues. Medical travel personnel sometimes have difficulty

connecting with patients because people are often out of town and difficult to

contact. Patients can encounter problems connecting with medical travel

personnel. “People were not available to answer my calls.”

missing forms, protracted and
different booking and approval
processes. For example, appointment
information is sometimes mailed to
the breast cancer patient and delays
in the mail service can create issues.
In one community, GNWT
employees must go to the
appropriate office to pick up forms
because they will not fax them.
Employers have different approval

“Lots of issues with GNWT coordination of
travel. Of the four times I travelled to
Edmonton, three times I got approval the
day before.”

“I couldn’t stay at Larga House because 1
am government employee. I stayed at a
hotel, but I went past the maximum 20-25
days and the hotel was going to ask me to
leave. It was very stressful.”

processes, (e.g., some require that forms be completed before travel, others after).

unclear or inconsistent information provided to patients. “At the Yellowknife

airport we have had people miss the ride they are supposed to have. We should have

medical travel say always wait in a certain area or give the drivers uniforms.”

Breast cancer patients noted other issues that make travel difficult:

Travel is tiring and stressful, which
can weaken a person’s immune
system. “Travel takes a toll on you. The
city, the noise, the vehicles, it’s all too
much.”

There is a perception that the focus is
on cost, not always on what is best
for the patient and her well-being.
For example, patients may be
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surgery but I didn’t want to take a chance on
getting an infection with four to six of us
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bathroom, spit in the sink, people coughing,
spitting outside. Decided that I could not stay
there. I ended up paying for my own hotels
and meals after that.”




NWT Breast Cancer Journeys Project
February 2014

required to travel when they are not well (e.g., after chemo).

e Long-term stays (e.g., radiation) are financially draining for the patient. There
are incidental expenses associated with being away from home. As well, escorts
may not be able to be away from their home for extended periods of time.

e Boarding homes may not be appropriate places to stay when a patient’s immune
system is compromised or when they trigger past trauma.

e Poor weather and delayed or cancelled flights result in missed appointments and
delays in treatment.

e The current system is not equitable. For example, GNWT employees stay at
hotels and have generous food and taxi allowances. Word gets back to the
community and people don’t understand why there are these differences.

e Patients need to be strong self-advocates especially if there are mix-ups and/or
last minute changes to travel, accommodations, or appointments.

e When patients travel they become disconnected from their support systems.

Escorts

Primary healthcare providers make requests for non-medical escorts. An escort will be
granted if a patient is 65 years of age or older or younger than age 20, has difficulty
caring for themselves, or has poor English language skills. Cancer patients are also
allowed escorts for their diagnosis, initial consultations to learn of their treatment plan,
tirst consultations (e.g., oncology, radiation oncology), radiation treatment, and chemo
therapy if personal care is needed. Escorts

are there to receive information on how to “An escort was denied when [ went for my

biopsy. That’s the appointment where an
support to the patient is not seen as part of | escort would be most important to me. Even
the escort role, according to GNWT policy. | though they didn’t give me a diagnosis at that
Escorts are usually a family member or a time, I could tell people were concerned.”

care for the patient. Providing emotional

friend, someone the patient is comfortable
with.

Requests for an escort outside the GNWT guidelines are made by primary health care
providers to the Manager, Medical Travel, who considers each case, recommends a
decision, and forwards her recommendation to the Deputy Minister, Department of
Health and Social Services for a final decision.
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Healthcare providers, survivors, and family members/caregivers said that an escort’s
role is much more than learning about

how to care for a patient. Escorts help “I have seen escorts for patients from more
patients navigate the system, help with remote communities. I think the NWT is fairly

transportation to and from appointments, | 8eferous with escorts, but not in an
inappropriate way. There’s no doubt that the

escort program provides practical, friendly
support and encouragement to patients.

There’s no doubt it’s helpful in smoothing over
anxieties of patients about getting to places and
with scheduling.”

take notes and debrief afterwards,
advocate for the patient, care for the
patient (including potential side-effects of
treatment), and provide emotional
support (e.g., are a friend, a counsellor

and a shoulder to cry on). Escorts also
take some of the load off of nurses when they care for patients and provide small
comforts. They also help calm anxieties associated with travelling to, and navigating, in
a large city. Healthcare providers and survivors acknowledged that, although
emotional support is not a criteria for granting an escort, it is an important role of
escorts. Breast cancer patients need emotional support throughout their cancer

treatment.

Home, work, family, and/or other obligations mean that some escorts are unable to
accompany breast cancer patients for long stays away from home. Sometimes, when a

patient does not have or does not request “She was with me for all my treatments. When I
an escort, healthcare providers from the ) . )

came out of a treatment it was like I was in a
Northern Health Services Network in daze. She’s the one I hung onto. We did 12-14
Edmonton will accompany them. If trips together. Even after I was well, she was
requested, Stanton will provide a cultural | still supporting me. When she stopped escorting
liaison worker for support within me, she was going back and forth with someone
Yellowknife. Members of the Action else. She was a counsellor, big sister and
Group have also accompanied patients to | everything all rolled into one. I'm not sure how
appointments in Yellowknife. I could have done it without her.”

Healthcare providers noted that they

have encountered some issues with escorts, (e.g., escorts who don’t like to be in
hospitals or around during treatment, or who don’t provide emotional support). The
escort program is expensive, and negative experiences and stories linger and may
influence a healthcare provider’s future support for escorts.

Healthcare providers and survivors stressed that non-medical escort criteria needs to be
clear and applied consistently by all health authorities. They noted that the language
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criteria is subjective - “I don’t know who decides whether you know enough English”- and
approvals can depend on how primary healthcare providers word letters.

Healthcare providers, survivors, family members/caregivers, and community
stakeholders said that although it is important for patients to choose their escorts, it is
also important to select escorts carefully and provide training so they understand their
role and responsibilities.

4.5 Information and Communication
Information

Healthcare providers said that they have pamphlets and other information on breast
cancer, cancer treatment, cancer prevention, and health promotion. The main
information sources include the Action Group, Department of Health and Social
Services, and the Canadian Cancer Society. “I was happy to hear about the Action Group
Facebook page, because so many people use Facebook.” The oncology nurse navigator at
Stanton provides breast cancer patients with information on places to stay in
Edmonton, wigs, prostheses, retreats for survivors, peer support from women in
Yellowknife, a number to call for peer support across Canada, books for kids, and a bag
of Action Group resources, including pamphlets, a book and other information. “If it
wasn’t for the navigator I don’t know what I would have done. Different women have said that
to me.” One community recently held a cancer terminology workshop to help improve
interpretation and translation services, as well as community understanding of the
disease.

Healthcare providers provide information and respond to questions from patients
during appointments. One healthcare provider explains how medical travel works,
prepares a schedule of appointments, and advises patients on how to prepare for

appointments (e.g., bring a tape recorder).
“I feel that they think that you do

Ten survivors said they received materials not want a lot of information, but
from the Action Group and pamphlets from if I asked, ‘why’ they would
health centres. Survivors and healthcare respond with more detail. In
providers had mixed feelings about the retrospect, though, it was still not
materials from the Action Group. Survivors enough information.”

liked the pamphlets and the journal. Three
survivors however, were overwhelmed with the materials and/or could not read them
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because they were not emotionally ready. One survivor and one healthcare provider felt
that the book was not easy to read or understand.

Survivors and family members/caregivers also received information from the Cross
Cancer Institute and attended information sessions; went on the Internet; talked to other
survivors; and received information from, and posed questions to, healthcare providers
(e.g., surgeons, physicians, nurses, and the oncology nurse navigator). “The best way to
learn about cancer is to talk to someone who has gone through cancer.”

Thirteen survivors said that the information provided by healthcare providers was

clear and easy to understand. “Yes, but

sometimes the small things turn out to be big, if they | ~1would go online and then ask
health professionals to validate the

information. Women need to know
the reliable sources of information
on the Internet.”

don’t give you certain information.” Five survivors
identified a surgeon at Stanton, who has since
retired, as being particularly helpful. He drew

pictures, answered all questions clearly and

completely, and gave his cell phone number to patients to use if they had questions.

Healthcare providers, survivors, family members/caregivers, and community
stakeholders identified a number of issues with breast cancer information and

resources.

e Information is outdated.

e Information is not culturally appropriate, nor is it culturally appropriate to talk
about breasts.

e Information is general whereas needs are individual, depending on the type of
cancer and treatment plan.

e Most of the information is printed. It does not reflect northern experiences nor is
it written using clear language. Written information is not the most effective way
to transmit information.

e There are resources online but many
“If you walk through health centres,

you'll see that we have enough
brochures to do the Halloween
bonfire. Don’t think our patients use
that kind of stuff. Many brochures
but patients don’t read them.”

people don’t have computers at home or
know how to use the Internet. People also
don’t know which sites are reputable and
patients who go on the Internet seeking
information can get confused and

overloaded with misinformation.
e Breast cancer patients are not aware of the information and resources that are
currently available (e.g., the oncology nurse navigator, Northern Health Services
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Network, information sessions at the Cross Cancer Institute, the Action Group’s
Breast Health and Healthy Living Kits).

Research participants identified a variety of information and resource needs for breast
cancer patients and their families. They repeated the need for multiple interactions,
repetition, clear language, and the use of different approaches for communicating
information (e.g., face-to-face, written, diagrams and pictures, presentations in the
school and community, audio, YouTube videos and DVDs) in ways that help to reduce
the stigma around breast health and breast cancer.

Here are the suggestions research participants made to improve the quality and content
of information.

e Cancer sharing circles in all communities to raise awareness of cancer and the
cancer pathway and debunk myths.

e Basic information about breast cancer (e.g., cancer does not mean death; 80% of
abnormalities are not cancer; the majority of women who are diagnosed with
breast cancer survive; the earlier cancer is diagnosed, the better; that cancer is not
contagious); the signs of cancer; causes of cancer, including environmental
causes; and terminology workshops to develop clear, positive translations for
cancer-related terms.

e Information targeted at younger women (e.g., in their 20’s and 30’s). Many of
these women have family histories of breast cancer and have questions about
breast health and nutrition.

e Positive, relevant prevention information targeted at different populations and
using multi-media approaches. “Don’t just say don’t smoke. Say, here are patches as
an alternative to help you quit. Instead of telling people to eat more vegetables, offer help
with gardening.”

e An online source of basic information, best practices, and frequently asked
questions (e.g., How long should I remain on Tamoxifen? How often should I
have a mammogram?).

e A breast cancer portal, which would include specific and general information on
their cancer, navigating the system, living well with cancer, and other resources.

e A clear, simple description of the breast cancer pathway for women from the
NWT that explains what will happen in each step and includes a list of resources
and contact numbers. “Once you get a diagnosis of cancer, then what...”
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e A resource book in a DVD format or a YouTube video that walks people through

different buildings and situations, for example, where to find the Larga House

van at the airport and a walking tour through the Cross Cancer Institute.

e Information on how to prepare for treatment, the short and long-term side-

effects of treatment, and how to care
for someone in treatment (e.g., what
to eat during chemo and simple
recipes) as well as consequences of
not following recommendations.

e Information on resources available
through the oncology nurse
navigator; the supports, information,
and services available at the Cross;
and the role of the Northern Health
Services Network.

“Wish there had been somewhere to get
wigs and hats. The only place I found was a
gift store at the Cross. No one ever talked to
me about a prosthesis.”

“On the third day at the Cross I found out
that I could go to the second floor and get
copies of all my reports. Now I always ask

for a copy of my reports.”

¢ Yellowknife and Edmonton survival guides.

Communication

Healthcare providers and survivors identified issues that impact the flow of

information among jurisdictions, between healthcare providers, and between healthcare

providers and breast cancer patients and
their families.

Communication issues create delays along
the treatment pathway; cost the system
money (in missed appointments,
unneeded travel, and the time and energy
expended by healthcare providers to
access information); and cause

“I went to see my surgeon on May 7. The
most recent information in my file was from
December despite requests to Edmonton to send
information. My GP had some of the
information, but not all. For example, there
was nothing from radiation after my treatment,
nothing from the cardiologist, nothing from my
follow-up visit to the oncologist in April.”

interruptions in care (e.g., if primary

healthcare providers don’t have access to issues and concerns arising from treatment or

information pertaining to follow-up care).
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Seasoned, northern healthcare providers are aware of communication issues, gaps, and

barriers, and are diligent about making sure
“My oncologist phoned to say that I needed to

come to Edmonton for a MUGA, but I knew
that I could not go for this test because I was
still in chemo. If I hadn’t had this knowledge I
would have gone out unnecessarily.”

that patients are tracked and information is
copied to the appropriate individuals and
locations (e.g., within Stanton, to primary
healthcare providers). Current approaches

by health care providers to respond to

systemic communication issues or barriers are time consuming, people-specific, and not

sustainable. Locums and new staff are less likely to be aware of these issues.

Healthcare providers and survivors reported that information is not always shared in a
timely manner, there are inconsistencies and delays in the flow of information, and
there are systemic communication barriers between jurisdictions, in particular between
Alberta and NWT, but also within the NWT. “The problem is the bureaucracy of sharing
information between jurisdictions.” Jurisdictions are not linked through electronic health
record systems and most information is communicated by letter, fax, and phone. For
example, healthcare providers in the NWT use Health Net Viewer, which allows access
to tests completed in the North, (e.g., labs, CT scans, x-ray, ultrasound) but not related
notes, nor does it allow access to tests completed in Alberta. The Yellowknife Health
and Social Services Authority (YHSSA) uses the WOLF system to send and share
information. Stanton and other health authorities are not on this system.

In the current system there can be many

charts for one patient - with the surgeon, at “When I went to Edmonton at the end of
the medical daycare unit, in Edmonton, at the | March I was told that I was going to start
health centre. This information doesn’t chemo right away. In April I still had not
necessarily follow the patient. Also, with so heard anything so I phoned chemo in

Yellowknife. They took my name and told me
that they would phone back. When they
phoned they said that it was a good thing I
called because nothing had been sent to them
from Edmonton.”

many healthcare providers involved, it is
sometimes difficult for healthcare providers in
Edmonton to determine the primary
healthcare provider and information may not

go to them. Patients need to be strong self-
advocates when information does not get sent to the appropriate healthcare provider or
information gets lost.
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Healthcare providers, survivors, and family members/caregivers had a number of
suggestions for improving communication systems and information sharing.

e A digital charting system - with one chart - accessible to all healthcare providers
associated with the care of the individual. As an individual moves through the
healthcare system, her information moves with her.

e Use of Telehealth and video conferencing links with smaller communities and
other healthcare providers for specific case discussions about providing the best
and current care - real-time discussions rather than the paper/fax/telephone
approach.

e A standardized approach to the cancer pathway that includes a process map for
healthcare providers that would show standards in roles and responsibilities and
how communication is shared. A process map may be in place now, but may not
be followed due to staff turnover, with little overlap between outgoing and new
staff to share information.

e A treatment pathway map or schedule that is given to patients.

4.6 Care, Aftercare and Psychosocial Supports

Care and Psychosocial Supports

After treatment, follow-up medical care is
“That time the nurse was good here. |

came home and the health centre would
help me clean out my infection. Every
day, I went there and they cleaned it up.
I cleaned it up at night. It healed

provided in home communities by primary
health care providers (nurses and doctors),
homecare nurses and home support
workers.

Survivors identified husbands, siblings, slowly.”

children and their partners, and friends as
their main caregivers/sources of support during their cancer journeys. These

individuals escorted patients to treatment and appointments within and outside their

communities, were advocates who were able | . After my surgery in Yellowknife a

to talk about the cancer, dld researCh, aSked breast cancer Survivor came to talk to
questions, took notes and debriefed after me. She made me feel a lot better.
appointments, helped give care such as Talking to her was very important. She

cleaning wounds and changing dressings gave me hope.”

and provided emotional support: “a hand to

hold and a shoulder to cry on.” “Just his presence made me feel at ease.” They also cooked and
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cleaned and did other household chores, and helped patients get their mind off their

cancer. “I tried to help wherever I could, to talk,
share, cry and laugh. Laughing is the best
medicine.” Youth focus group members said
that they brought food and helped with basic
chores around the house. Caregivers said
that the most difficult thing about caring for
their loved ones was seeing them in pain or

depressed.

Survivors, healthcare providers, family
members/caregivers, and community
stakeholders said that whatever coping
mechanisms and support systems women
used before their cancer is magnified during
the cancer journey and that “cancer
accentuates any issues in a person’s life.”

Breast cancer patients need positive
connections, acceptance and support from

“I had difficulty accepting help. People
would not visit. In their minds cancer
equals death. The community was not
that supportive. Some avoided me for
fear that it was contagious.”

“When I was first diagnosed I really
needed someone to talk to. My four
sisters didn’t come to see me which
really hurt. Just lately I asked my
youngest sister why they didn’t come,
she said that they thought that I wanted
to be alone. I really needed someone to
talk to. I needed peer support/someone
to ask questions, share concerns. I felt so
alone.”

people who sincerely care about them, who can give hope, and who can talk about the

cancer (e.g., family, friends, peers, breast
cancer survivors, and coworkers).
Community support (through advocacy,
visits, gifts of traditional food, fund-raising
activities), self-care, (meditation, visioning,

“This impacted our whole family. The
family relies on my mother. Mom is the
glue. Now, we are more independent and
work and volunteer hours and have jobs.”

painting), traditional healing and medicines, and spirituality and faith are also very

important.
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Healthcare providers, survivors and community stakeholders also said that while it is
assumed the family will provide care and support, this is not always the case and
patients can easily become isolated and

overwhelmed. “I had no support from my family | “Isupported and was an advocate for a
woman who had cancer and wanted to

talk to someone in her own language. We
called the Canadian Cancer Society to

or the community. It was myself, a single parent,
and my boys.”

Survivors, healthcare providers, and family speak to someone, but they couldn’t
members/caregivers said that it also helps if communicate as the woman did not speak
breast cancer patients can stay busy and not English. Staff at the Society were very

be stressed about their cancer or personal and | out of touch with northern remote
financial issues, but focus on the treatment community realities and asked us if we

that is immediately in front of them. To do had houses.

this, people need access to supports,
navigators/system advocates, information, and seamless treatment with no
complications, delays, or issues.

Research participants said one of the biggest unmet needs of breast cancer patients and
their families is access to trained counsellors to help them address issues specific to
diagnosis, treatment, aftercare, and/or bereavement. “I have seen some relationships
breakdown during the cancer journey” “Teenage children can easily get messed up.” They
noted that most patients and families don’t know where to look for support, others
overestimate how well they are coping, and some do not want to ask for help and
“suffer in silence or engage in unhealthy behaviours.” Youth focus group members
expressed difficulties dealing with the loss of a loved one, seeing a loved one go

through a difficult time, and seeing a loved one with breast cancer making unhealthy

lifestyle choices.

“I felt so alone when I was first
Community mental health and addictions diagnosed in Yellowknife I was sitting
counsellors are not seen as an option because on a bed and started to cry. A nurse
of their lack of skills, current workloads, and/or | saw this and before I knew it I was
confidentiality issues. Some of these surrounded by six survivors who were
counsellors also don’t see themselves as having there to comfort me.”

this role. Many counsellors in Yellowknife also
do not have specialized training to respond to cancer-related issues. Aboriginal
language speakers often cannot access supports in their mother tongue.
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The Cross Cancer Institute has a variety of psychosocial support programs for patients
and their families. People can self-refer to these services, but many may not know about
them.

Research participants also identified a need for community, regional, and territorial

peer support groups for psychosocial support. “It all changed for my mom after she went

Twelve of the survivors participating in this to the support group in Edmonton. First,

research attended psychosocial programs she was sad and depressed, then she went
to the group with people who had the same

experiences and she knew she wasn’t alone
against the disease.”

organized by the Action Group and one had
been to a Tapestry Program at Blatchford Lake

Lodge. Seven had not been to a gathering,
three because they did not know about them.
Nine healthcare providers knew about psychosocial support programs organized by the
Action Group and eight did not. Three healthcare providers had never heard of the
Action Group. “Health professionals should know about what’s out there. The Action Group
should send information to homecare and others. Even an email would help.” Survivors who
had attended gatherings were grateful for the opportunity for peer support, friendships,
sharing, emotional release, and laughter. “In order to heal the whole body you need to heal
the emotional side too. This is very important.”

Survivors, family members/caregivers, and community stakeholders said that
caregivers need plain language information on cancer and how to care for someone
with cancer. They also need support, such as respite care for the patient, to refresh and
keep their energy up, and a support group or someone they can open up with to share
their concern and fears.

Aftercare

After treatment, surgery clinic staff or general physicians follow-up with breast cancer
survivors. Follow-up usually includes a clinical exam every three months for two years,
then every six months for two years and then yearly. Mammograms are yearly after
completion of treatment.

Some survivors said that they received information on healthy living and exercise after
treatment in a number of ways: in the materials provided by the Action Group; from
oncologists, surgeons, general physicians or the oncology nurse navigator; included in
their Tamoxifen prescription; and during workshops they attended at the Cross Cancer
Institute. Other survivors did not receive information or felt that the information they
received was very general.
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Survivors and healthcare providers noted that patients receive letters from the Cross

Cancer Institute explaining follow-up _
“I received a letter from the Cross

outlining the next five years. I
called it my goodbye letter. It is
There is also little attention paid to the patient’s | 1ot clear who I should call if I have
emotional and psychological well-being. “I feel questions or concerns.”

that once you are finished with your treatment, the

procedures, etc., but were not clear as to how
health centres follow-up with or track survivors.

system cuts you loose.”
“They have awesome aftercare for diabetes but not for cancer.”

Research participants identified the lack of aftercare as a significant gap in the current
breast cancer pathway. They say the system is missing out on a huge opportunity to
support survivors to make positive lifestyle changes (e.g., diet, nutrition, exercise,
alcohol and tobacco use) and address emotional trauma. Survivors are ready to make
lifestyle changes and interventions will have a trickledown effect to the rest of the
family. Survivors need help to accept their new life after cancer and address the trauma
of breast cancer and the fear associated with a reoccurrence. “People are hungry for
information and ready to make changes.”

Healthcare providers and survivors would like to see aftercare plans for all breast
cancer survivors and their families. The plan could include information on the
survivor’s diagnosis and treatments; medical follow-up (e.g., check-ups and
mammograms, Tamoxafin prescription, etc.); the chance of a reoccurrence and signs to

watch for; and goals with respect to lifestyle
“People have gone through trauma

and need to be treated for trauma.
Aftercare should include scheduled
visits with a skilled team, like post-
partum. Three months after, six
Aftercare plans should have a significant focus months after, etc. People need

on healing. Past experiences before a cancer counselling.”

choices, work, etc. The survivor’s primary
healthcare provider would be involved in the
development of the aftercare plan and would
include his/her goals for the survivor.

diagnosis have an impact on healing and need

to be addressed in the plan. Research participants stated that healing needs to start with
self-awareness, understanding the disease and how it affects physical and emotional
health. Grief and loss workshops would give survivors and family members an
opportunity to grieve and understand how they have reacted to the cancer. One-on-one
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counselling support would help survivors and family members deal with issues
associated with the cancer, and help survivors adapt to their new lives after cancer.

4.7 Palliative Care

Most of the participants in this study believe that many people near the end of life
prefer to die at home. Palliation at home requires close collaboration between the
patient and his/her family, homecare or community nurses, and in larger centres,
general physicians. When palliation is at home, the power shifts to the patient and
his/her family. Families need to be involved and committed. The family takes the lead;
healthcare providers take a supportive role. Nurses and physicians check on patients,
give medication, and support families. At the end, nurses and physicians are on call
around the clock.

Currently, there is no NWT-wide framework for palliative care.!® Communities appear
to have similar approaches, but the lack of resources and training to deliver palliative
care may impact other aspects of core care in smaller communities. Yellowknife
homecare uses the Victoria hospice medical care for the dying model. Homecare nurses
attend this training and there is consistency in their approach for palliation. Inuvik
homecare uses a similar model as well as the BC palliative care hotline for additional
support. They also have a strong and consistent team who have worked together for
years. In smaller communities, community nurses visit homes and provide palliative

care.

Health centres and homecare in larger centres can provide equipment (e.g., hospital
bed, oxygen machine, etc.). If families become overwhelmed, the patient can go to a
health centre, hospital, continuing care unit or seniors unit for a short stay or for the end
of life. Patients may be transferred to a hospital if the family and nurses cannot provide
the care at home that is required.

A number of issues were identified with the current approach to palliative care.

e There is a lack of overall palliative care planning.

e Turnover in healthcare staff can impact trust and relationships with patients, and
between the family and healthcare providers.

e Healthcare providers need training to enhance their palliation knowledge and
skills, such as providing care, working with families, self-reflection and dealing
with personal emotions, and having a plan for responding to social issues.

16 The GNWT initiated the development of a palliative care framework for the NWT in 2013.
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e The pool of nurses in smaller communities is limited. Palliation can impact core
healthcare services. (One healthcare provider disagrees with this assertion and
said that palliative care is primary care for individuals at that stage of their lives.
“It’s part of the everyday job.”)

e Long-term palliation can be exhausting for all involved.

e Homecare nurses and other team members, especially in small communities,
may be caring for their own family members, blurring roles/responsibilities.

e Non-insured benefits coverage for some palliative care drugs and the paperwork
involved are barriers to at-home care.

e There is only one designated bed at Stanton for palliative care and it is reserved
for late-stage palliation. Palliative care patients are often moved to other hospital
wards.

e Palliative care at the hospital needs to be more culturally appropriate and/or
there needs to be a hospice centre offsite.

e Families need bereavement support and follow-up.

4.8 Other Considerations

Healthcare providers, survivors, family members/caregivers, and community
stakeholders identified a number of other considerations that impact the response to
breast cancer. Two healthcare providers noted that currently the focus is often on illness
when there needs to be a ‘community of wellness” with a focus on holistic wellness.
People need access to holistic care and aftercare — physical, mental, emotional and
spiritual. Medical systems need to change to patient-based rather than system-based
and emphasize healing, finding peace and harmony in the body instead of fitting into
the system.

Some research participants noted that inequities can impact a person’s health and the
quality of health care. Individuals are told what they should do to be healthy, but as a
society we are not doing a good job dealing with inequities. Socio-economic status,
language, education, and culture impact women’s ability to be effective self-advocates.
Silence, shame, and embarrassment may make it hard for some women to talk about
their health issues and speak up for themselves. Poor literacy skills affect a person’s
ability to access health care and their level of comfort dealing with the medical system.

Some research participants suggested that the medical system is challenged to
effectively serve some marginalized populations (e.g., Muslim women, women with
intellectual disabilities, women who are homeless, and/or women with addiction
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issues). Attitudes and assumptions about marginalized patients can influence
healthcare provider judgments about self-care and lifestyle choices, such as addictions.
Marginalized patients may feel that their lifestyle choices are, or are perceived to be, the
reason they now have cancer. The medical system needs to work with support agencies
to respond to the special needs of marginalized patients.

One research participant described the medical system as “unequal” and said “there is
mistreatment of Aboriginal people that is not talked about.” This person said that
health care professionals may make assumptions about Aboriginal people based on
their lifestyle choices. Aboriginal people may not feel comfortable talking with
healthcare providers because there isn’t a good relationship there. (Some survivors
participating in this research who had concerns about their health were originally
ignored by community healthcare providers and had to be strong self-advocates.)

Some people want to avoid the medical system and use traditional Aboriginal medicine
and naturopathic doctors. However, naturopathic doctors cannot prescribe medication
nor order blood work. One health provider said that complementary therapies and
Aboriginal medicine should be integrated into the current system or Western medicine
should be integrated into Aboriginal and alternative systems.

A small number of research participants said a health care system focus on personal
lifestyle behaviours as the main causes of cancer creates guilt and an undercurrent of
blame. More resources need to be spent investigating the impact of environmental
pollutants (e.g., carcinogens) and their impact on human health.
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There are huge financial issues associated with cancer. Some people lose their jobs,
others are mistreated by support systems (i.e., income support). Others do not have the
tinancial resources to allow escorts to travel with them, and some acquire large debts
paying for things (e.g., accommodation, escorts, and treatments) not covered by the
current medical system.

“The other problem is money. I was lucky to have payments for a while, but once that
stopped in March, I only had the child tax credit. I didn’t bother with income support
because you have to provide all these papers and documents. When you try to recover, you
don’t have energy to look for all these papers they request.”

“Once I was told I had cancer, I had to leave a job I just started, so no benefits. I went on
short-term disability — 12 weeks, then had nothing. I went to income support for help and
she would only give me basic help for myself and my home. The income support worker
wasn’t sympathetic or understanding. She expected me to go to her office to get my cheque
when I got back from chemo even though my doctor said I can’t go to public places because
of my immune system. Because I was sick I had to beg her and plead with her and swallow
my pride. She did not make it easy for me, made me feel like I did something wrong and
didn’t care what I was going through. I phoned her superintendent and explained the
situation. Then, my cheques came in the mail. *

Youth focus group participants did a visual explorer exercise. They picked an
image that showed how they could deal with cancer in Fort Good Hope in a
supportive way and have a healthy community:

Themes:

. Fish — good traditional, healthy food

J Old man and young baby together — tradition of elder and youth

. Ice fishing - being in touch with our culture and tradition

J Outside in the snow pulling a Christmas tree — living in the cold and
winter

. Fresh food —growing our own healthy foods (greenhouse)

J Books - more education needed on the topic

J Beautiful baby — healthy generation

J Rabbit — healthy animals
. People playing music and singing — Fort Good Hope is joyful
J Happy feet — we are dancing
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5. Strengths, Challenges and Gaps, and Needs in the Response to Breast Cancer
5.1 Strengths

Research participants identified many strengths in the health care system and how it
treats NWT breast cancer patients.

e Many dedicated healthcare providers and other professionals are committed to
providing excellent care, resources, and support to breast cancer patients,
survivors, and their families.

e Many healthcare providers are working to improve the system and women’s
breast cancer journey.

e Women generally move into and through the system quickly and smoothly.

e Escorts, caregivers, and most family members play a critical role in providing
care and support for breast cancer patients.

e Where available, peer support, and psychosocial support programs help breast
cancer patients and survivors deal with the trauma associated with breast cancer.

e Palliative care allows most people at the end of their lives the option of dying at
home, surrounded by their loved ones.

5.2 Challenges and Gaps

Unfortunately, there are more challenges and gaps associated with the breast cancer

journey.
Overall

e There is a lack of standardized approaches and process maps for investigating an
abnormality, diagnoses, treatment, follow-up, and aftercare.

Screening

e Women who self-refer to screening are not eligible for medical travel benefits.

e Past experience and trauma, poor body image, and cultural taboos impact on
women’s comfort level with screening and the medical system.

e Women may avoid screening because they are afraid of what a cancer diagnosis
will bring.

e There is no territorial registry or territory-wide automatic recall for
mammography screening.

e Some communities no longer send invitation letters to well-women clinics.
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Turnover in healthcare positions decreases tracking and follow up with women
who are at high-risk for breast cancer.
Travel to mammography screening is long and exhausting from some NWT

communities.

Finding and Assessing an Abnormality

The reliance on locum physicians, turnover of medical personnel, and wait times
cause delays and inconsistent approaches to breast cancer treatment.

Sometimes health concerns are ignored or minimized at community health
centres.

Diagnosis

Women are often alone and some are away from home when they are told of
their diagnosis.
Initial misdiagnoses can happen at the clinic and health centre level.

Understanding the Diagnosis, Prognosis, and Treatment Plan

Women are in shock, denial, or think that cancer is a death sentence and have
difficulty taking in and understanding information.

Some women do not feel empowered to ask questions or have input into
treatment decisions.

Treatment

Wait times can lengthen if a woman receives conflicting information, if there are
communication issues between jurisdictions, or there are delays in treatment
because of family responsibilities/issues.

There are no standardized breast cancer process/pathway maps for healthcare
providers or patients.

There is no one in the system (e.g., at the community, regional or territorial level)
to coordinate care and help navigate the system.

There is a lack of understanding and collaboration between the medical system
and traditional Aboriginal medicine and naturopaths, and little integration of
supportive therapies into conventional cancer treatment.

NWT physicians are not able to prescribe medications while a patient is in
Alberta receiving treatment (i.e., through Alberta Health Services) and many
primary healthcare providers do not know what medications to prescribe during
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treatment. Some patients do not have the financial resources to pay for
prescriptions when in Alberta.

Breast cancer patients from small communities make many trips away from their
communities for cancer diagnosis and treatment. Travel is tiring and stressful —
patients leave their support systems - and flights are sometimes cancelled due to
poor weather.

Last minute travel arrangements are common.

There is a perception that the focus is on cost to the system rather than what is
best for breast cancer patients.

Long-term stays are financially draining and may limit the availability of escorts.
The current system is not seen as equitable. Ethnicity and employment status
impact the process for booking travel, where patients stay, and per diems.

There can be mix-ups or last minute changes to appointments, travel, or

accommodations.

Escorts

Emotional support is not recognized in policy as a reason for an escort.
Healthcare providers, however, recognize this is an important role of escorts.
The policy is not consistently applied and approvals can depend on how doctors
word escort requests.

Home, work, and/or family responsibilities and financial or other factors mean
that some patients do not have escorts.

Escorts do not receive training or clear information about their role and
responsibilities.

Information

Current health promotion approaches may not be effective or culturally
appropriate.

Information on breast cancer and the breast cancer journey is not up to date or
appropriate for the NWT.

There are gaps in the current information on breast cancer and the breast cancer
journey.

People are not aware of the supports and resources that are available, (e.g.,

oncology nurse navigator, resources at the Cross).
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Communication Among Healthcare Providers and Jurisdictions

There are inconsistencies and delays in the flow of information and systemic
communication barriers between jurisdictions, in particular between Alberta and
NWT, but also within the NWT. Approaches for addressing communication gaps
are people-specific, and therefore not sustainable. Locums and new staff are not
aware of communication gaps and issues.

Information may not get sent to the appropriate healthcare provider or it may get
lost.

Information does not necessarily follow the person and is spread around in
multiple charts.

Care and Psychosocial Supports

The system depends on the presence of family support for patients, which is not
available for everyone.

Most counsellors do not have cancer-specific training to assist patients, the
spouse, children, and other family members cope with cancer diagnosis,
treatment, aftercare, and/or bereavement. Community mental health and
addictions counsellors are not seen as an option because of their lack of skills,
current workloads, and/or confidentiality issues. Some counsellors do not see
cancer-related counselling as part of their job.

NWT breast cancer patients and survivors do not have access to in-person peer
support in smaller communities.

Aftercare

The lack of aftercare planning is a gap in the current response to breast cancer.

Palliative Care

Palliative care planning is a gap which is exacerbated by the absence of a NWT-
wide framework for palliative care.

The lack of resources in smaller communities can challenge a health centre’s
ability to provide palliative care.

Some healthcare providers need palliative care training.

There is only one designated palliative care bed at Stanton.

Palliation needs to be more culturally appropriate.

Families do not have access to bereavement follow-up.
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Other Considerations

Other factors such as ethnicity, socio-economic status, and personal lifestyle
choices affect peoples’ interactions with the healthcare system and the care they
receive.

Cancer can cause an enormous financial strain on families.

The medical system currently focuses on illness not wellness.

5.3 Needs

This research has identified the following needs in the current response to breast cancer:

Case managers or system navigators who are involved with patients at the outset
of their cancer journey, to explain the treatment pathway and cancer’s potential
impacts; coordinate care; communicate with healthcare providers; and help
patients navigate the system.

A territorial-wide mammography registry with automatic recalls.

Effective health promotion information and approaches.

More culturally relevant education on cancer myths, its causes, and prevention.
Professional development to help nurses and doctors improve skills to deliver a
cancer diagnosis.

A standardized approach for delivering a cancer diagnosis and information
related to a woman’s prognosis and treatment plan.

Cultural sensitivity training for healthcare and social service professionals.
Sensitivity training about cancer and going through treatment while living in the
NWT for all healthcare and social service providers, including the role and value
of escorts.

Information needed:

o A resource in a DVD format or YouTube video that walks people through
different buildings/situations. For example, where to find the Larga House
van at the Yellowknife or Edmonton airports, a walking tour through the
Cross Cancer Institute and a “patient survival guide’ for Yellowknife and
Edmonton.

o Basic information for patients, caregivers and healthcare providers on, for
example, breast cancer; the breast cancer pathway; what to expect with
different treatments and potential side effects; trusted Internet sites; and
nutrition, exercise, and other lifestyle choices during and after treatments.
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o Improved information and access to medical files for patients (e.g.,
through an Internet site portal).

Training about cancer for Aboriginal language interpreter/translators and cancer
terminology workshops.
Trained, committed escorts to help navigate the system and advocate on behalf
of patients, but most importantly to provide emotional support. Escorts need to
understand breast cancer and potential impacts of treatment and their role and
responsibilities.
A portal or toll-free number where health care providers, patients, and caregivers
can access cancer information and supports.
A standardized cancer pathway map for healthcare providers that includes
communication points and the roles and responsibilities of institutions and
jurisdictions.
Policies and/or memorandums of understanding to improve the coordination
and flow of patient information between primary healthcare providers and other
healthcare providers in the NWT and Alberta.
Electronic medical records that are accessible by healthcare providers in the
NWT.
Palliative care training and a consistent approach to palliation.
Counselling resources and specialized training to respond to the needs of breast
cancer patients, spouses, and children and promotion of this service within
communities.
Integration of therapies that a naturopathic doctor can provide that will reduce
the negative side effects of treatment; use of Aboriginal traditional medicine
approaches within the medical system; and changes to the current policy of not
covering visits to Aboriginal doctors outside of the NWT.
Peer advice/support from other breast cancer survivors.
Comprehensive, holistic aftercare plans developed by healthcare providers,
survivors and family members and reviewed on a regular basis. Plans need to
include goals with respect to lifestyles choices and healing and scheduled visits
to a skilled team of practitioners.
Support for caregivers, (e.g., respite and avenues for dealing with stress, fears,
and grief).
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6. Recommendations

The following recommendations are provided to the Action Group and their partners.
Patient-centred care is a principle that applies to all recommendations.

1. Ensure that healthcare and social services staff and locums receive a
comprehensive orientation and a reference tool for cancer care in the NWT.

2. Develop a standardized cancer care process map for healthcare providers and a
breast cancer treatment map for breast cancer patients.

3. Require all healthcare and social service staff to complete cultural sensitivity

training.
4. Evaluate the impact of current health promotion approaches.

5. Develop clear language breast cancer-related information materials for breast
cancer patients, healthcare providers, caregivers, and communities that are
relevant to the NWT and use multiple delivery approaches (e.g. written, audio,
video, online).

6. Continue to advocate for and work toward an NWT-wide electronic health
records system to improve access to information for health care providers and
patients.

7. Establish policies, protocols, and mechanisms to ensure there is good
coordination and information flow among health professionals, agencies and
jurisdictions. Establish a point of responsibility and regularly upgrade and
review the mechanism.

8. Establish regional cancer care coordinators and breast cancer system navigators.
Cancer care coordinators will be healthcare professionals who will coordinate a
patient’s cancer treatment and aftercare. System navigators may be laypeople
who understand and can help patients navigate the breast cancer pathway,
respond to questions and act as a support person for the patient and her family.
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Examine and implement ways medical travel can be more efficient and better
coordinated.

Work with Education, Culture and Employment and others to ensure there is an
adequate social safety net (e.g., secure housing, financial assistance, childcare,
etc.) for breast cancer patients and their families so that financial and other

worries do not impede cancer recovery.

Facilitate awareness, understanding, and integration of naturopathic medicine,
complementary therapies, and Aboriginal medicine into the health system.

Develop and implement breast cancer aftercare that includes aftercare plans and
access to counselling and the needed resources for positive lifestyle changes.

Integrate and support community, regional, and a territorial breast cancer peer
support networks within the health care system.

Provide palliative care training, equipment, and other resources for community
based palliative care.

Clarify through a checklist or other means access points, expectations, roles and
responsibilities for palliative care.

Review the escort policy to make sure that it is clear and consistently applied and
communicate the policy in clear language to patients, families and health care

providers.

Provide patients, families, and the public with clear plain language information
on the purpose, roles, responsibilities, and selection of non-medical escorts.

Develop a checklist or bill of rights for breast cancer patients to raise awareness
of the information and services all patients are entitled to.
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7. Next Steps

The Action Group and the NWT Breast Cancer Journeys Project committees need to
meet to:
e Accept the Journeys Project Phase One report.
e Make a plan of action for Journeys Project Phase Two to address priority
needs and gaps in collaboration with health agencies, survivors and other

partners.
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Appendix A: Committee Terms of References

Terms of Reference for the NWT Breast Cancer Survivors’ Committee
Guiding the NWT Breast Cancer Journeys Project

Background Information, NWT Breast Health/Breast Cancer Action Group

The NWT Breast Health/Breast Cancer Action Group (the Action Group) is a non-profit
organization which since 1996, has provided leadership and the perspective of
survivors in breast cancer initiatives in the NWT. The goals of the Action Group are to
increase awareness and understanding of breast health and improve the breast health
and breast cancer information, services, and support available to individuals affected by
breast cancer and their families.

The Action Group has developed and distributed many written and audio-visual
resources to promote breast health awareness in the NWT, including resources in all
NWT Aboriginal languages. The Breast Health and Health Living (BHHL) Workshop
Kit was distributed to all NWT community health centres. Recently the Action Group
provided training for frontline community health workers on how to facilitate a
community workshop using the BHHL Kit materials and facilitator’s guide.

The Action Group has held an NWT breast cancer survivors’ retreat almost every year
since 2000. As well, over the past two years the Action Group piloted a psychosocial
support program in four NWT communities for patients/survivors of breast cancer or
gynecological cancers, called Healing Through Art. Most recently the Action Group
produced a DVD in which NWT breast cancer survivors speak about their cancer
journeys and share their experiences participating in support programs.

Through interactions with breast cancer patients and survivors, health care
professionals, and other key individuals, the Action Group has become aware of, and
concerned about the experiences, challenges, and unmet needs of individuals on their
breast cancer journey, particularly patients from small NWT communities. This was the
impetus for the Action Group to seek funding from the Canadian Breast Cancer
Foundation — Prairies/NWT to deliver the NWT Breast Cancer Journeys Project. The
Project seeks to improve the response to breast cancer in the NWT.

The Project

The goal of the NWT Breast Cancer Journeys Project is to improve the response to
breast cancer in the NWT across the full spectrum from finding an abnormality,
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through diagnosis and treatment, to post treatment. This goal will be accomplished
through two objectives addressed in two phases:

1. Phase One - Carry out an assessment to identify needs, gaps, and strengths in
responses to breast cancer in the NWT.

2. Phase Two - Collaborate with survivors, health agencies, and other community
partners to address priority needs and gaps.

NWT Breast Cancer Survivors’ Committee

Purpose

The purpose of the NWT Breast Cancer Survivors” Committee is to provide a breast
cancer survivor’s perspective to guide both phases of the Project, that is, the assessment
to identify needs, gaps, and strengths in the response to breast cancer in the NWT; and
collaborative activities to address priority needs and gaps.

To do this, NWT Breast Cancer Survivors’ Committee members will be asked to:

* Review and accept as guiding documents, the project proposal, work plan, and time
lines, developed by the Action Group.

» Provide breast cancer survivors’ perspectives to the contractor on Phase One and
Phase Two activities.

* Advise on best approaches for engaging survivors, key health care system
personnel, youth, and other stakeholders in the Project.

* Meet, usually by teleconference, on a quarterly basis.

+ Attend one, in-person, 1.5 day meeting per year.

While the Action Group is ultimately accountable for all aspects of project
implementation and decision-making the Breast Cancer Survivors” Committee members
will provide expert recommendations to maximize the effectiveness and success of the
Project.

Guiding Principles

The work of the NWT Breast Cancer Survivors” Committee will be guided by the
following principles.

*  The NWT Breast Cancer Survivors” Committee will be a collaborative partnership

that works together in a spirit of goodwill and mutual respect.
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* The expertise and life experiences of NWT Breast Cancer Survivors” Committee
members will be respected and honoured.
* The NWT Breast Cancer Survivors’ Committee will arrive at its recommendations by

consensus.

Membership

Membership on the Breast Cancer Survivors” Committee will consist of up to eight
longer term and more recent breast cancer survivors who are representative of different

regions and large and small communities in the NWT.
Term

The NWT Breast Cancer Survivors’ Committee will function until March, 2015 or until
the Project is completed.
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Terms of Reference for the Project Advisory Committee
Guiding the NWT Breast Cancer Journeys Project
NWT Breast Health/Breast Cancer Action Group

Background Information, NWT Breast Health/Breast Cancer Action Group

The NWT Breast Health/Breast Cancer Action Group (the Action Group) is a non-profit
organization which since 1996, has provided leadership and the perspective of
survivors in breast cancer initiatives in the NWT. The goals of the Action Group are to
increase awareness and understanding of breast health and improve the breast health
and breast cancer information, services, and support available to individuals affected by
breast cancer and their families.

The Action Group has developed and distributed many written and audio-visual
resources to promote breast health awareness in the NWT, including resources in all
NWT Aboriginal languages. The Breast Health and Health Living (BHHL) Workshop
Kit was distributed to all NWT community health centres. Recently the Action Group
provided training for frontline community health workers on how to facilitate a
community workshop using the BHHL Kit materials and facilitator’s guide.

The Action Group has held an NWT breast cancer survivors’ retreat almost every year
since 2000. As well, over the past two years the Action Group piloted a psychosocial
support program in four NWT communities for patients/survivors of breast cancer or
gynecological cancers, called Healing Through Art. Most recently the Action Group
produced a DVD in which NWT breast cancer survivors speak about their cancer
journeys and share their experiences participating in support programs.

Through interactions with breast cancer patients and survivors, health care
professionals, and other key individuals, the Action Group has become aware of, and
concerned about the experiences, challenges, and unmet needs of individuals on their
breast cancer journey, particularly patients from small NWT communities. This was the
impetus for the Action Group to seek funding from the Canadian Breast Cancer
Foundation — Prairies/NWT to deliver the NWT Breast Cancer Journeys Project. The
Project seeks to improve the response to breast cancer in the NWT.
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The Project

The goal of the NWT Breast Cancer Journeys Project is to improve the response to
breast cancer in the NWT across the full spectrum from finding an abnormality,
through diagnosis and treatment, to post treatment. This goal will be accomplished
through two objectives addressed in two phases:

1. Phase One - Carry out an assessment to identify needs, gaps, and strengths in
responses to breast cancer in the NWT.

2. Phase Two - Collaborate with survivors, health agencies, and other community
partners to address priority needs and gaps.

Project Advisory Committee

Purpose

The purpose of the Project Advisory Committee is to guide Phase One of the Project,
that is, the assessment to identify needs, gaps, and strengths in the response to breast
cancer in the NWT.

Roles and Responsibilities

The role of Project Advisory Committee members is to:

* Review and accept as guiding documents, the project proposal, work plan, and time
lines, developed by the Action Group.

» Provide input, knowledge, and direction to the contractor on Phase One activities.

» Advise on best approaches for engaging survivors, key health care system
personnel, youth, and other stakeholders in the Project.

* Meet on a quarterly basis.

While the Action Group is ultimately accountable for all aspects of project
implementation and decision making, the Project Advisory Committee members will
provide expert recommendations to maximize the effectiveness and success of the
Project.

Guiding Principles

The work of the Project Advisory Committee will be guided by the following principles.
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* The Project Advisory Committee will be a collaborative, multi-sector partnership
that works together in a spirit of goodwill and mutual respect.

* The expertise and life experiences of Project Advisory Committee members will be
respected and honoured.

* The Project Advisory Committee will arrive at its recommendations by consensus.

Membership

The Project Advisory Committee will be chaired by a representative of the Action
Group. Membership on the Project Advisory Committee will consist of up to eight
members who are breast cancer survivors, representatives of health agencies, and/or
other stakeholders.

Term

The Project Advisory Committee will function until January 31, 2014 or until Phase One
of the Project is completed.
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Appendix B: Research Instruments

Breast Cancer Survivor Interview Guide

Diagnosis

1. What year were you first diagnosed with breast cancer? How old were you? What
community were you living in? Have you had a reoccurrence? If so, when?

2. Describe your involvement in breast cancer screening before you were diagnosed
with breast cancer. For example, what was your experience with self-examinations,
clinical breast exams, and/or mammograms?

3. How was the abnormality (that turned out to be cancer) discovered? Describe what
happened from the time the abnormality was discovered until you were diagnosed with
breast cancer. For example, if you found a lump how long did it take to see a nurse or
doctor and how long did it take to get an ultrasound or mammogram? Where did you
go to get a biopsy and how long did you have to wait to get the biopsy done and/or get
the results? Are you satisfied with how this went?

4. Who told you that you had breast cancer? Who was with you when you were told? Is
there any way this event could have been made easier on you?

5. Did you understand your diagnosis, prognosis (prospect for survival) and/or
treatment plan? Who explained it to you? What helped you understand your diagnosis,
prognosis and/or treatment plan (or made it difficult to understand this information)?
What would have helped you better understand this information?

Treatment

1. How much time went by between when you were diagnosed and your first
treatment?

2. Describe the breast cancer operations, treatments and aftercare you received and the
communities and institutions where your received them. Which area of care/treatment
were you most satisfied with? Least satisfied with? What part of the treatment was the
most difficult for you? Why?

3. List the different health care professionals that were involved in your breast cancer
diagnosis, treatments, and aftercare starting with your community nurse or family
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doctor. Which health care professional were you most satisfied with? Least satisfied
with? Why do you say this?

Travel and Administration

1. How many times did you leave your community for your breast cancer diagnosis,
treatment and aftercare? Approximately how long did you stay away from home each
time? Where did you usually stay?

2. How were appointments and travel and accommodation arrangements made? Who
was your main point of contact? Were you happy with the way appointments, travel

and accommodations were arranged?

3. Did someone from your community go with you to your appointments and
treatment? If so, who? Was this person helpful? Why do you say this?

Information and Communication

1. What information on breast cancer and breast cancer treatment did you receive when
you were diagnosed? Was this information clear and easy to understand? What
information did you find most helpful? Least helpful?

2. What information do you wish you had had during your cancer journey, but didn’t?

3. Where did you go to get your questions answered? (For example, health care
providers, the Internet, family members.)

4. After your treatment, were you given any information on how you can keep as
healthy as possible? Who gave it to you? Was it clear and useful?

5. When health professionals described your treatment and care, were they clear and
easy to understand?

6. How well do different health professionals and different health authorities/regions
involved in your care communicate with one another? Why do you say this?
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Care and Aftercare

1. Who was your main caregiver/sources of support while you were going through
your breast cancer? How did they support you?

2. What helped you deal with your breast cancer and your treatment?

3. Do you know what care and monitoring you need after your treatment? Is it clear
which health care professionals you should contact if you have any cancer related
questions?

3. Have you attended any breast cancer survivors’ gatherings? If so, were they helpful?
Why?

4. What could have helped you and your family deal with the impacts of having cancer?

Finally

1. Are there any other issues related to your cancer journey that you would like to talk
about?

2. In your experience, are there different or additional challenges and needs related to
the breast cancer journey that we have not talked about, for example, for women from
smaller communities or women who are of Aboriginal ancestry?

3. If you were in charge, what would you change within the medical/health system to
improve the response to breast cancer?
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Health Care Provider Interview Guide

1. What is your current position? How many years have worked with your current
organization and community? How many years have you been a health care provider?

Screening and Diagnosis

1. Is breast cancer screening available in your community? If yes, what is your
involvement in breast cancer screening? If no, where do women go for screening?

2. How does your organization encourage women to participate in breast cancer
screening? Are these efforts successful? What could be done to encourage more
women to participate in breast cancer screening programs? What do you do to promote
breast health?

3. Describe what happens once an abnormality is detected. How long do patients
usually have to wait for further diagnostics?

4. How, and from whom, do patients usually receive their breast cancer diagnoses? Is
there any way this process could be improved?

Breast Cancer Treatment, Aftercare and Palliative Care

1. How much time usually elapses between a breast cancer diagnosis and a patient’s
tirst treatment?

2. Please describe the parts of breast cancer treatment and aftercare and survivorship
resources that are available in your community. Where do breast cancer patients
usually travel to access treatment? What is your involvement with a patient during
treatment?

3. Please identify and describe the various health care professionals and different
jurisdictions usually involved in an individual’s breast cancer treatment and aftercare.

4. How and by whom is palliative care provided in your community? Is this a good
model? Why do you say this?

5. Are you aware of any gaps in treatment, aftercare and/or palliative care
services/supports and/or barriers to accessing these services/supports for breast cancer
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patients from your community or region? If yes, how could these gaps and/or barriers
be addressed?

Travel and Administration

1. On average, how many times would a breast cancer patient be required to travel
outside your community to receive a diagnosis, treatment, and/or aftercare?

2. How are appointments, and travel and accommodation arrangements usually made?
Where do patients usually stay? How is your organization involved in this process? Are
you happy with the way appointments, travel and accommodations are arranged?

3. Does someone usually accompany patients to appointments and treatment outside
the community? If so, who usually goes with patients? Is this a good approach? Why
do you say this?

Information and Communication

1. Do you feel that individuals from your community who are diagnosed with breast
cancer understand their diagnosis, prognosis and/or treatment plan? Who explains it to
them? What helps them understand their diagnosis, prognosis and/or treatment plan
(or makes it difficult to understand this information)? What would help breast cancer
patients better understand this information?

2. What information on breast cancer and treatment does your organization provide to
breast cancer patients? Is this information clear and easy to understand?

3. What information could patients use but have difficulty accessing? Where do patients
usually get the information they seek? Where do you get information on breast cancer?

4. How well do different health professionals and jurisdictions involved with breast
cancer patients communicate with one another? What evidence do you have of this?
What gaps are there?

5. How could communications between professionals and jurisdictions be improved?
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Psychosocial

1. Who are patients’ main caregivers/sources of support during their breast cancer
journey?

2. What helps patients deal with the trauma of breast cancer and subsequent treatment?

3. Do you know if any breast cancer survivors from your community have attended
gatherings organized by the NWT Breast Health/Breast Cancer Group? If so, were these
gatherings helpful? Why?

4. What supports/service would help patients and their families better deal with the
impacts of having breast cancer?

Finally

1. Are there any other issues related to a patient’s breast cancer journey that you would
like to talk about?

2. What resources would help you care for your patients with breast cancer?

3. In your experience, are there different or additional challenges, barriers or needs
related to the breast cancer journey that we have not talked about, for example, for
women from smaller communities, women who are of Aboriginal ancestry,
marginalized women?

4. What should be done to ensure that individuals facing additional challenges are
better served by the health/medical system?

5. If you were in charge, what would you change within the medical/health system to
improve the response to breast cancer?
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Family Member/Caregiver Interview Guide

1. Please tell me about the person with breast cancer you supported. For example,
when was she diagnosed; how old was she; what community were you living in; and
her relationship to you.

2. Did you understand her diagnosis, prognosis (prospect for survival) and/or treatment
plan? Who explained it to you? What helped you understand this information? What
made it difficult to understand? What would have helped you to better understand this
information?

3. Tell me about the care and support you provided, starting from when the lump or
other abnormality (that turned out to be cancer) was first discovered. Did you go to
appointments and treatments with the person with breast cancer? Is yes, which
appointments and/or treatments did you go to? How did you help her during this
time? If you didn’t go with her, why didn’t you go?

4. Did other family or community members help you care for and support the person
with breast cancer? If yes, who helped and how did they help?

5. How did health professionals in your community help you support this person with
breast cancer? How did health professionals outside your community help? What
information and/or support from health professionals do you wish you had, but did not
receive?

6. What were some of the most difficult things about caring for and supporting this
person with breast cancer? How did you deal with these challenges? What kinds of help
do caregivers of women with breast cancer need?

7. Is there anything else about caring for and supporting a person with breast cancer
that you would like to talk about?

8. If you were in charge, what would you change within the medical/health system to
help someone caring for and supporting a loved one with breast cancer?
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Community Stakeholder Interview Guide

1. Tell me how you are involved in breast cancer and other cancer-related issues in your

community.

2. Is adequate information on breast cancer and breast cancer screening available in
your community? If yes, where is this information? Do people know about it? Is it easy
to understand?

3. Do you think people in your community are aware of the importance of breast cancer
screening? Why do you say this? If no, what would help raise awareness? What could
be done to encourage more women to do self-breast exams, get clinical breast exams,
and have mammograms?

4. What do you know about the breast cancer journey (for example, diagnosis,
treatment, travel, and aftercare) of women from your community?

5. What are some of the challenges facing local women with breast cancer with respect
to diagnosis, treatment, travel, and aftercare (that is, after their treatments are over), and
emotional support? Do you have any suggestions for how to make the breast cancer
journey less challenging?

6. How does your community support local breast cancer patients, survivors, and
caregivers? What else could your community do?

7. If you were in charge, what would you change within the medical/health system to
make someone’s breast cancer journey less challenging?
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Youth Focus Group Interview Guide

1. Please raise your hand if you know someone who had breast cancer.
2. Tell me about the person you know who had breast cancer. What is her relationship
to you, how old was she when she was diagnosed, how old were you and what

community were you living in?

3. Who told you about her breast cancer and the treatment she would have to go

through? Did you understand this information?

4. Did you provide care and support for the person with cancer? How did you help

her during this time?

5. Did other family or community members care for and support the person with
breast cancer? If yes, who helped and how did they help?

6. How did the doctors, nurses, homecare and other health people in your community

help the person with breast cancer?

7. Can you complete this sentence: “The biggest challenge I've had in dealing with

someone I know having breast cancer is . How did you deal
with these challenges? Or, if I had breast cancer, what would be the biggest
challenge?

8. Did you ever try to look for information on breast cancer? If yes, where did you find
this information? Do people know about it? Is it easy to understand?

At the end the girls were asked to do a Visual Explorer Exercise. They were asked to

pick an image from the Visual Explorer deck that showed how they could deal with
cancer in Fort Good Hope in a supportive way and have a healthy community.
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Appendix C: Individuals/Agencies Interviewed

Aklavik
Deborah Colquhoun

Mary, Louisa, Marianne, Annie

Sarah Irish
Charlie Kalinek

Behchoko
Sara Nash

Name Withheld by Request
Lianne Mantla

Monique Laing

Name Withheld by Request
Alice

Marilyn

Fort Good Hope
Name Withheld by Request

Muriel McNeely

Sharon

Mabel

Karen

Dora

Rosemary

Celine Proctor
Terrence Pierrot
Lucy Jackson

Sue Drozda
Florence Barnaby

Nurse in Charge (NIC), Beaufort-Delta Health
and Social Services Authority (BDHSSA)

Survivors

Family Member/Caregiver
Family Member/Caregiver

Manager, Health Services, Tlicho Community
Services Agency (TCSA)

Healthcare Provider

Community Health Nurse (CHN), TCSA
Community Health Representative (CHR), TCSA
Healthcare Provider

Survivor

Survivor

Healthcare Provider, Sahtu Health and Social
Services Authority (SHSSA)

Home Support Worker, SHSSA

Survivor

Survivor

Survivor

Survivor

Survivor

Family Member/Caregiver
Family Member/Caregiver
Community Stakeholder
Community Stakeholder
Community Stakeholder
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Women's Spa Night with 15

Participants

Focus Group with Nine Youth

Fort Liard
Maureen Moynagh

Name Withheld by Request

Fort McPherson
Jennifer Tetlichi

Hannah, Ellen, Rosie

Mary Teya

Fort Simpson
Linda D. Simpson

Chief Minnie Letcher

Bernice Hardisty

Fort Smith
Melanie Kearley

Susan Fryer

Rose Staples-Payne

Brenda Breton

Julie Lys

Louise

Josephine

Jackie

Elizabeth
Melissa Fraser
Francois Paulette
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Community Stakeholders
Youth

NIC, Dehcho Health and Social Services
Authority (DHSSA)

Survivor

NIC, BDHSSA
Survivors

Community Stakeholder

CHN, DHSSA
Community Stakeholder
Community Stakeholder

Public Health Nurse Supervisor, Fort Smith
Health and Social Services Authority (FSHSSA)

RN, Homecare, FSHSSA
Director of Health Programs and Services,
FSHSSA

Specialist Clinic LPN and Telehealth
Coordinator, FSHSSA

Nurse Practitioner, FSHSSA
Survivor

Survivor

Survivor

Survivor

Family Member/Caregiver
Community Stakeholder
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Inuvik

Twyla Wilson

Crystal, Anita, Winnie,
Charlene, Lanita, Gladys
Jane

Margaret

Peggy Day
Matilda Debastien

Jean Marie River
Margaret

Norman Wells
Dr. Charles MacNeil
Mireille (Mimi) Hamlyn

Joanne Burtt

Wrigley
Gabe Hardisty

Yellowknife

Amanada Ramsay

Anna Tumchewics

Iris Kogiak/Kathy Patton

Dr. Shireen Mansouri
Name Withheld by Request
Janie Neudorf/Melody
Nikiforow

Trisha Nauman

Nicole Redvers
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RN, Homecare, BDHSSA

CHRs, BDHSSA

Survivor
Survivor
Community Stakeholder
Community Stakeholder

Survivor

Physician, SHSSA
Director, Health and Social Services, SHSSA

Nurse In Charge, Norman Wells, SHSSA

Community Stakeholder

Oncology Nurse Navigator, Stanton Territorial
Health Authority (STHA)

RN, Homecare, Yellowknife Health and Social
Services Authority (YKHSSA)

Clinic Nurse, Stanton Medical Clinic/Clinical
Coordinator, Medical Daycare (STHA)

Physician, YKHSSA
STHA

Nurse Practitioner/Senior Medical Travel Officer,
STHA

Discharge Planner, STHA
Naturopathic Doctor
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Dr. Ewan Affleck

Sandra Lockhart

Pam

Pat

Kathy

Beatrice

Robin

Name Withheld by Request

Roseanna Strong

Edmonton
Casey Adlem

Dr, Matthew Parliament
Liz Kingan
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Medical Director, YKHSSA

Aboriginal Wellness Coordinator, STHA

Survivor

Survivor

Survivor

Survivor

Survivor

Family Member/Caregiver
Community Stakeholder

General Manager, Larga House
Medical Director, Cross Cancer Institute

Progam Supervisor, Northern Health Services
Network
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Appendix D: Literature Review

Breast Cancer Journeys Project
Literature Review
December 2013
Introduction

The NWT Breast Cancer Journeys project aims to capture the experience of breast
cancer survivors living in the Northwest Territories (NWT), and use this information as
a foundation for collaboration with health system partners to address barriers, gaps,
and inequities that may be experienced along the cancer journey.

The NWT Breast Cancer Journeys project was initiated by the NWT Breast
Cancer/Breast Health Action Group. It is funded by the Canadian Breast Cancer
Foundation — Prairies/NWT. The Action Group has developed, organized,
implemented, and evaluated a number of breast cancer prevention, awareness,
advocacy, and psycho-social support projects and activities since 1996. The Action
Group strives to meet the needs of breast cancer patients and survivors and address the
barriers they face. Some ways they do this are through psycho-social support projects
such as Healing Through Art and education and awareness activities and Breast Health
and Healthy Living workshops and resource materials. The Action Group also
successfully advocated for increased access to breast cancer screening and patient
navigation services.

The Action Group’s interactions with breast cancer patients, survivors, and health care
workers over many years point to challenges and unmet needs experienced during the
breast cancer journey, particularly for Aboriginal women from smaller NWT
communities.

This literature review provides background and informs primary research for the Breast
Cancer Journeys Project. The literature review was guided by the following questions:

1. What is the experience/journey of breast cancer survivors and breast cancer
pathways? What are the key issues/challenges in the breast cancer journey and
the response to breast cancer in the NWT across the full spectrum from finding
an abnormality, through diagnosis and treatment, to post treatment?

2. What are the needs, gaps, and strengths in the health system to respond to breast
cancer in the NWT?

3. What is the experience/journey specific to Aboriginal breast cancer survivors?
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4. What are the promising practices related to cancer care, particularly as related to
remote regions, gender, and culture.

This literature review focused on Aboriginal women. They face the same challenges as
non-Aboriginal women but also encounter issues associated with their culture, identity,
language, and more frequent harmful social determinants of health (e.g., poverty, sub-
standard housing).

The literature review is organized to reflect the stages of a breast cancer journey. It
includes a brief preliminary discussion of relevant issues:

e Culture, language, and identity
e Jurisdiction and integration
e Access to care and information

e Health care provider knowledge and awareness

We begin with a look at statistics related to breast cancer in the NWT.

Breast Cancer in the NWT

Breast cancer is the cancer that most often affects NWT women; 34% of new diagnosed
cancers in women are breast cancer. Breast cancer is the cancer that most often affects
NWT women. Of newly-diagnosed cancers in women, 34 percent are breast cancer.
Between 2006 and 2010 an average of 20 women in the NWT were diagnosed with
breast cancer each year. Unlike some other cancers such as colorectal and lung, NWT
breast cancer incidence and mortality rates are similar to Canadian rates. For example,
between 2006 and 2010 the breast cancer incidence rate was 96 cases per 100,000 in the
NWT compared to 99 per 100,000 in Canada (2007). The mortality rate was 20 per
100,000 in both the NWT and Canada.'”

Yellowknife has one-half the NWT population. The City has 55% of the NWT deaths
and 45% of the diagnosed cases of breast cancers. The lack of Aboriginal-specific cancer
data limits understanding of the impacts of culture and identity on the cancer journey
(Women’s Health Goulburn North East, Canadian Partnership Against Cancer, 2011:7).

17 Based 2007 data (Canada) and an average of 2006-2010 data (NWT).
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The NWT Department of Health and Social Services identified the following challenges
associated with the cancer journey in the NWT (2013a):

e access to cancer care services

e medical travel and long-distance hospitalizations

e lack of culturally relevant resources and services

e language and cultural barriers

e limited human resource capacity

e emergency and acute care

e addictions and co-morbidities

e lack of familiarity with the cancer care and/or health care system

e lack of community and health care provider knowledge and awareness about

cancer and cancer care - related services

Financial difficulties tended to be an additional issue facing cancer patients and
survivors (The Canadian Breast Cancer Network). High turnover of medical and health
staff in Aboriginal communities was also identified as an issue for Aboriginal women
(Saint Elizabeth First Nations, Inuit and Métis Program, 2012c).

People in smaller NWT communities experience lower incomes and employment rates
than people living in Yellowknife and regional centres. But in a 2013 Statistics Canada
study no relationship was found between poverty and breast cancer mortality in
Canadian women. A relationship among these factors was found for other cancers.

Culture, Language, and Identity

Less than one-quarter (23%) of the Yellowknife population has Aboriginal ancestry. In
regional centres at least half of the population are Aboriginal people. In smaller NWT
communities, Aboriginal people make up 90% or more of the population. Smaller
communities are remote and separated from each other and most health services by
large geographical distances, culture, and language. There are 11 official languages in
the NWT, nine of them Aboriginal.

The NWT Aboriginal population is made up of First Nations (29%), Metis (10%) and
Inuvialuit (11%) for a total of 50% of the total NWT population. While there may be
commonalities among Aboriginal women, being Aboriginal does not mean someone is
part of a homogenous culture, identity, and language (Psychosocial Health Podcast,
2011). The cultural, language, and identity differences among Aboriginal women, as
well as life experiences, age, and the manifestation of cancer itself make generalizations
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hazardous. As is true of most breast cancer patients” experiences, the challenges for
Aboriginal patients are influenced by their financial resources, their support systems,
and their lifestyle choices.
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The Burden of Historical Trauma

The literature highlighted the burden carried by Aboriginal people including historical
trauma and the negative effects of the social determinants of health (e.g., substandard
housing, lack of education, and poverty). These have long lasting effects on the cancer
pathways in Aboriginal communities. This history has imbedded a “fear” and
“mistrust” of the health care system (Saint Elizabeth, 2012c). A study in northwest
Alaska suggested that cancer may be perceived as a ‘white man’s disease’ in the context
of previous epidemics, such as tuberculosis (Cassady, 2008). The Alaskan study among
the Inupiat suggested significant resistance to dietary advice given as a cancer
prevention strategy. Often this advice - that encourages store-bought fruits, vegetables
and low-fat meat, rather than country foods - was seen as another colonial attempt to
move Inupiat away from a land-based lifestyle. The study pointed to the need to be
aware of the power in relationships as well as the cultural conceptions of disease.

Disparities for Aboriginal Women

The literature noted that cancer health disparities for Aboriginal women, such as higher
diagnosis rates and lower survival rates, are comparable to some developing nations
(Psychosocial Blog, 2011). An Ontario study reveals that, between 1995 and 2004, First
Nations women in that province were diagnosed at a later stage of breast cancer more
often than non-First Nations women. The study also found that breast cancer was more
likely to be diagnosed through screening for non-Aboriginal women. First Nations
women were more likely to have a high body mass index, a history of smoking, have to
travel further to a regional cancer centre and have a co-existing health disorder or
disease (Sheppard, Chiarelli, Marrett, Mirea, Noshri, Trudeau, and Aboriginal Breast
Cancer Study Group, 2010).

The 2010 Sheppard report identified systemic conditions and personal characteristics
found in other research to be barriers to cancer care for Aboriginal people. These
included:

e alack of continuity of care

e high health care worker turnover

e perceived care options

e low awareness of early symptoms

e tardiness in seeking medical advice

e alack of culturally appropriate screening programs
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The report suggested that health promotion programs need to target First Nations
women, particularly those who may not be accessing the health care system, to improve
early detection of cancers.

Issues of Remoteness and Culture

A literature review of the issues surrounding women’s cancers in Indigenous
Australian communities identified challenges for cancer patients related to remoteness,
travel to medical services, and culture. Cancer patients in remote Australian
communities have not benefited from “a marked shift towards a more holistic approach
to health care which considers gender, age, ethnicity, religion and socio-economic class”
(Women’s Health Goulburn North East, 2010, 8).

The reasons for this were “a generally poor understanding of the way Aboriginal
people think about the nature of reality and, more particularly, about human life,
knowledge and value; an inability to notice the extent to which this thinking shapes the
practical, daily lives of Aboriginal people; and, a reluctance to recognise that these
beliefs and practices differ from those of mainstream European Australians in
significant ways” (Women’s Health Goulburn North East, 2010, 8). The need for health
practitioners to learn about and acknowledge the impacts of the differences between
Aboriginal and non-Aboriginal values and world views was identified.

Shame, Stigma, and Silence

A study out of Saskatchewan spoke of the shame, stigma, and silence some Aboriginal
women experienced after being diagnosed with breast cancer (Thomas-MacLean,
Atlantis 33.1, 2008). Aboriginal women described feeling exposed or vulnerable, while
also feeling that they were hidden or marginalized. Several women in the study spoke
about the stigma surrounding cancer in some Aboriginal communities. The cultural
silence and fear suggest that if you speak of cancer, or check your body for cancer,

including self-examination or going to the doctor, you may be inviting the cancer into
the body.

Resilience and Strength

The Thomas-MacLean study found an interesting phenomenon related to the resilience
and strength shown by Aboriginal women due to their childhood experiences in foster
care and in residential schools. It would appear in some instances, these childhood
experiences made women strong enough to deal with cancer. In addition, resiliency
often made it more possible and instilled a commitment to help and support other
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Aboriginal women diagnosed with breast cancer, especially those in remote areas in
need of respectful and culturally-appropriate support and services (Psychosocial Health
Podcast, 2011).

Going Forward

Roder (quoted in Adams, Hardwick, Embree, Sinclair, Conn, and Bishop, 2009, 25)
contended that cancer control initiatives for Aboriginal people were likely to be most
effective when:

e There is devolution of decision-making to local communities to define their
health needs and priorities.

e Aboriginal people are included in the governance structures of mainstream
health services.

e Service providers are educated about Aboriginal culture and about culturally
safe and respectful care.

e Outreach services are introduced wherever practicable, for remote Aboriginal
populations.

e Appropriate transport and accommodation is available when remote residents
need to travel to metropolitan centres for care.

An Alaskan study cautions that overall control and oversight of regional health systems
by Aboriginal people or organizations do not necessarily mean culturally-appropriate
services when, as in the North Slope Borough at the time, middle managers were non-
Aboriginal people imported from the southern United States (Cassady, 2008).

In her discussion paper, Why Medicine is Failing Aboriginal People in Canada, Dr. Nicole
Redvers suggests that naturopathic doctors have an understanding of both the
conventional medical model and traditional medicine that make them an effective
bridge between those models of care. She calls for free access and more information
about naturopathic medicine, which she argues is more closely aligned with the
Aboriginal view of health than the mainstream medical model.

Jurisdiction and Integration

Aboriginal people in Canada face federal and provincial/territorial jurisdiction issues
that are unknown to other Canadians. Health related responsibilities tend to be spread
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among federal, provincial/territorial, and Aboriginal governments and health
agencies. The ‘patchwork’ of health system responsibilities can create confusion and
make cancer control much more complex for First Nations, Metis, and Inuit than for the
general population. For example, health insurance coverage varies due to place of
residence, status, and service provided. The federal government provides non-insured
benefit coverage to First Nations and Inuit, which is sometimes different than that
available to the general population through provincial and territorial governments
(Canadian Partnership Against Cancer, 2011). The NWT is the only jurisdiction with a
Metis health policy, and the Yukon, the only jurisdiction recognizing traditional healing
practices.!®

Partnerships that cross jurisdictional lines were identified as essential supports to
improve cancer pathways for Aboriginal communities (Saint Elizabeth 2012c).

Research revealed a clear ‘want and need” from communities to partner more effectively
with provincial and territorial cancer agencies. These partnerships could potentially
address gaps and access issues related to cancer prevention, screening, care, treatment,
and survivorship.

Linkages among service providers were largely perceived as problematic (Saint
Elizabeth 2012c). Former patients described their care journey as disjointed and lacking
continuity. Professionals “not being in touch with each other” were commonly cited as
a flaw in the system that not only aggravated patient anxiety, but also, in some cases,
instigated clinical errors (Trussler, 2007). There was also a lack of coordination of
cancer care between community programs and cancer treatment centres (Trussler). A
major gap was follow-up for the patient, when a hospital provides the discharge
information to the patient, and little to no information for the nursing station to co-
ordinate follow-up care (St. Elizabeth, 2012c).

According to Trussler, a comprehensive model of integrated care should be broadly
implemented across the health care system to alleviate service fragmentation and
enhance the delivery of accessible, coordinated, and efficient breast cancer care. A well-
integrated model of breast cancer care should span prevention, early detection,
diagnosis, treatment, supportive care, post-treatment care, and palliative care. Aiming
to increase patient satisfaction with care services, the desired model should be flexible

18 http://www.nccah-ccnsa.ca/252/Aboriginal health A patchwork of policies and legislation.nccah
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enough to respond to specific regional circumstances while coordinating local hospitals,
health care providers, and related community networks.

Trussler recommended the implementation of integrated care that includes the
development of benchmarks that reflect breast cancer patient perspectives and
expectations. Progress should be monitored and evaluated. Practices should be
reviewed to identify the most effective strategies and technologies for efficient exchange
of relevant cancer care information. Given that jurisdictional boundaries complicate
cancer pathways for Aboriginal people, jurisdictional change (policy) and cooperation
is required for access and partnerships to be effective or sustainable (Trussler).

The NWT government has recognized the need for coordination of health care and
communication within the system due to the increasing prevalence of diseases such as
cancer. “Patients and patients should not have to suffer delays in treatment due to
administrative barriers. Improved accountability is required to ensure patients are not
at risk for complications, medical error or duplicate tests, and that they flow seamlessly
across service providers and regions as needed. We also need to develop the capacity to
track patient outcomes so we know where our services can be improved” (Health and
Social Services, 2012b).

GNWT Health and Social Services’ most recent annual business plan (2012-2013)
promised “ongoing review of referral processes for access to specialist services,
treatment in out of territory facilities as well as medical evacuations” to improve the
efficiencies in the system and provide appropriate care and best possible patient
outcomes” (DHSS 2012-2013 Annual Business Plan, p.18).

Access to Care and Information

Health services patient satisfaction survey results from the NWT Department of Health
and Social Services reported that the vast majority (more than 75%) of patients were
satisfied with the service they receive, access to services and information, including
wait times and interpretations services.!” In most small NWT communities, the first
point of contact with the medical system is a local health centre, staffed by nurses and
usually a Community Health Representative or Health Promotion Officer. A few of the
smallest communities are without a health centre or professional health staff. General
practitioners visit some communities; in others, patients must travel to see a doctor for
even routine matters.

19 http://www.hss.gov.nt.ca/sites/default/files/2012 patient satisfaction questionnaire.pdf
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Access to Care

Problems of access to care, support and services were prevalent in the literature,
especially where people live in rural and remote areas. Geography presents a barrier to
providing cancer prevention, early detection, and treatment in remote areas. Cancer

care access is hampered by inconsistent transportation coverage and distance.

Inadequate capacity for screening and early detection services, most notably breast
mammography, was evident in remote areas in Alaska (Alaska Native Tribal Health
Consortium). Breast screening (mammograms) is not available outside of major regional
centres in the NWT making early detection and screening an issue. It was reported at
cancer sharing circles in Fort Good Hope that wait times to resolve abnormal
mammogram results remain a challenge (Saint Elizabeth, 2012b).

The report, Breast Cancer Control in Canada: A System Performance Special Focus Report
(2012) found that in most provinces and territories, more than 70% of women report
receiving mammograms, but screening rates are lower among women living in the
poorest neighbourhoods. This review did include research focused on remote
Aboriginal communities.

The Alaska Comprehensive Cancer Control Plan (2006) suggested that the results of having
less access to medical services means people living in underserved parts of that
jurisdiction are more likely than the overall population to:

e de diagnosed and die from preventable cancers

¢ Dbe diagnosed with late-stage disease from cancers that are detectable at an early
stage through screening

e receive either no treatment or treatment that does not meet currently accepted
standards of care

e die of cancers that are generally curable

e suffer from terminal cancers in the absence of adequate pain control and other
palliative care

Access to Information

Much of the literature spoke to the need for better access to cancer information.
Accessing reliable information was seen to be a fundamental need for people living in
remote communities. Health care providers working in First Nations communities have
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identified the need for cancer care education, information systems, and culturally
appropriate resources (Saint Elizabeth, 2012c).

In Fort Good Hope, participants at a cancer sharing circle said they were unaware of
much basic information (Saint Elizabeth, 2012b). For example, they did not know that
FIT? screening kits were available at the local health centre. Within the community
there was a great deal of fear around cancer, and not enough education and advocacy
work being done to address this. Sharing circle participants said that, in addition to
cancer prevention and screening, self-advocacy was important and had tips such as
making a list of questions and symptoms (including duration), and any medications
during doctor visits. People in the community felt that family members and friends
need to be empowered with the necessary education so that they can act as advocates,
particularly by encouraging friends and family to go for cancer screening.

All the literature reviewed spoke of the need for multiple culturally-appropriate
strategies to provide better knowledge and awareness that is meaningful at the
community level. The overall message from this review is that health care practitioners,
breast cancer organizations, and support groups have not provided a space or context
in which the complexity of the cancer journey can be reflected upon or discussed. The
retreats and workshops provided by the NWT Breast Health/Breast Cancer Action
Group for patients and survivors are an exception to the rule (Lutra Associates, 2012).

Finally, there is a lack of visible minority women in most print and visual breast cancer
resources, and few, if any resources, are geared toward those women who are younger
and members of ethnic minorities (Thomas-MacLean, 2008, p. 68). In the NWT, the
Action Group has worked to overcome this issue by providing information orally in
Aboriginal languages, and produced a recent video featuring Aboriginal women
entitled “Breast Cancer — Northern Women Share their Journeys” (Brockman, 2013).

Health Care Provider Knowledge and Awareness

Trussler (2007) found a lack of breast cancer resources for primary health care workers
and a lack of knowledge among them. He believed this to be a barrier affecting all of
the challenges around the cancer journey. He writes: “Family practitioners in

20 Fecal immunochemical tests screen for colorectal cancer, one of the most common cancers in the NWT.
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particular were seen to be deficient in their knowledge of symptoms, treatment
information, follow-up care and cancer-system navigation in general” (p.2).

The literature spoke of the need for more and better education about cancer.
Participants in the Fort Good Hope sharing session felt that there is a lack of training
for locals working in the communities, such as facilitator training in multi-cultural and
cross-cultural settings and a lack of education for frontline staff, especially home and
community care providers, around cancer (Saint Elizabeth, 2012b).

The Breast Cancer Journey

Diagnosis

The emotional shock of a breast cancer diagnosis was a common theme in the
literature. Diagnosis was frequently reported as an unrecognized psycho-social issue
affecting the whole course of breast cancer treatment (Trussler). While care of the
“physical body” was perceived as satisfactory, the care of the “whole person” was
generally perceived as “sorely lacking” and at worst, “inhumane”. Participants in the
Fort Resolution sharing session said there is a need for education and resources for
newly-diagnosed cancer patients and their families (Saint Elizabeth, 2012a).

Following a three-year study on women'’s breast cancer journeys in Ontario, Trussler
found that the fundamental need to access reliable information was “frustrated by

AT

emotional turmoil and systemic inconsistencies.” “I didn’t know,” “no one told me”
and “I had to find out on my own” were common reflections. Feeling “numb and
dumb” with their diagnosis, former patients described being unable to absorb critical
information required to participate in decisions about their care” (p.2). Trussler noted
that lower-income, immigrant, and Aboriginal women were shown to have significantly

more information needs.

Patient Navigation

Navigation in cancer care can be defined as “a proactive, intentional process of
collaborating with a person and his or her family to provide guidance as they negotiate
the maze of treatments, services and potential barriers throughout the cancer journey”
(Cancer Journey Action Group, 2010 quoted in Cancer Journey 2012).

Ontario’s Aboriginal Cancer Strategy speaks of the need for navigation to guide breast
cancer patients through a complex process of diagnosis, treatment, and recovery.
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Navigation for Aboriginal patients should be culturally-sensitive and respond to unique
needs that may include cultural and language barriers.

Trussler found that some former patients felt that it was necessary to become
“aggressive” or “pushy” to “manage” their own treatment programs. These behaviours
resulted from distress with the uncertain circumstances cancer patients found
themselves in. Patients recalled feeling angry and resentful, rather than empowered, at
having to navigate their care path without support.

It appears that few First Nations communities have access to navigators, but the Walk a
Mile in My Moccasins report (2012) found an awareness of the role and support for the
integration of navigators. It noted that any navigator, and especially Aboriginal
navigators, needs the support of all partners and jurisdictions, since their work will
cross jurisdictional boundaries.

The navigation guide developed by Cancer Journey Portfolio (2012) asserts that there is
no one navigation method. Navigation can be provided by professionals, by lay
people, or peers. It can be online or system-based. It is usually provided during the
treatment phase of the cancer journey. Cancer navigation has evolved quickly in
Canada in the past five years with every province and territory, except Nunavut,
having a professional navigation service. This is up from only two provinces in 2007.

Navigation is a demanding multi-faceted role with navigators needing extensive cancer
knowledge while being able to “facilitate a coordinated approach, provide emotional
and psychological support, engage in caring and therapeutic communication and
relationships, and enable education and information sharing” (Cancer Journey
Portfolio, 2012, 13).

Treatment

The NWT Health Services Patient Satisfaction Survey showed that in 2012, and in
almost all biannual surveys since 2004, a large majority of patients rate their treatments
and procedures as excellent or good?'. The exception is the 2010 survey when only 64%
of surveys reported that they were kept informed about the care planned for them and
only 61% say they were involved in decisions about their care.

In Toward Kinder Care, Trussler notes the questions breast cancer patients in Ontario had
about the existence and application of standards of care for breast cancer treatment. His

21 http://www.hss.gov.nt.ca/sites/default/files/2012 patient satisfaction questionnaire.pdf
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research showed that most of the treatment issues identified appeared to be
experienced to a greater extent by “low income, aboriginal, immigrant and rural
women” and notes that the “women who could least afford the burdens of illness often
had higher associated costs due to their distance from facilities and the extra demands
brought about by travel and absence from home and family” (p.2).

Linkages among health care providers were largely perceived as problematic (Trussler).
Former patients described their care trajectory as “disjointed,” “lacking continuity”
and “riddled with gaps.” A flaw commonly identified in the system was professionals
“not being in touch with each other,” a factor that not only aggravated patient anxiety,

but also, in some cases, instigated clinical errors.

Survivorship

The literature suggested that in remote communities, there is a lack of support for
survivors as well as those in palliative or end-of-life stage. Survivors remain on their
cancer journey even though they are well, for they must continue going to follow-up
appointments, and they also need emotional and psychological support.

The Alaska Survivorship Resource Plan (2013): Addressing the Needs of Alaska Cancer
Survivors noted the challenges facing Alaska cancer survivors:
- high travel costs to access necessary medical care and follow-up services
lack of survivor-focused programs and support in sparsely populated communities
- lack of information about and understanding of long-term effects of cancer
treatments
- lack of provider knowledge regarding issues effecting cancer survivors

Some of the literature identified the need for culturally appropriate support groups to
bring Aboriginal women together to share experiences and to reach more Aboriginal
women breast cancer survivors, or survivors of other cancers or even simply cancer
survivors, not just provincially, but nationally (Psychosocial Health Podcasts, 2011).

Thomas-MacLean’s research (2008) found that attending support groups populated by
older, white women was not as helpful for younger Aboriginal women, as much of
their context and history was different, specifically conceptions of health and healing
which exist within the context of family. This research found that age appropriate and
Aboriginal support groups need to incorporate Aboriginal concepts of health and
holism into health care practices. Significant gaps in experientially-based breast cancer
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research (i.e., a lack of diversity) should be addressed to ensure cultural ‘safety’, which

demands more than awareness and sensitivity.

Thomas-MacLean found that most Aboriginal women had never met another
Aboriginal breast cancer survivor. Many of these women have connections that are

maintained on a personal level and also through advocacy agencies (Psychosocial
Health Podcasts, 2011).

Successive evaluations of NWT Breast Health/Breast Cancer Action Group Healing
Through Art programs and retreats have pointed to the success of these psycho-social
support programs in reducing the isolation of northern breast cancer survivors and
providing a safe space for talking about their experiences (Auchterlonie, 2008;
Brockman, 2011, 2012, 2013; Lutra Associates, 2012).

The NWT Breast Health/Breast Cancer Action Group 2013 Evaluation of Activities noted that
some evaluation participants want the Action Group’s Healing Thorough Art
workshops to provide more information on physical aspects of breast cancer along with
the psycho-social support. Survivors suggested specifically information on how to
avoid a recurrence of cancer, better nutrition, the importance of exercise, how the health
system works, and the need for vitamin supplements. A key message was, “we need a
combination of emotional and physical health” (p.15).

Canadian researcher Roanne Thomas has been part of several studies related to arm
problems following breast cancer surgery, including pain, limited range of mobility and
lymphedema. These conditions can cause women difficulties in daily living activities
such as heavy household chores, gardening/yard work, making a bed, carrying
shopping bags and briefcases, carrying objects weighing ten pounds or more, and
putting on pullovers/sweaters (Thomas, 2012). She suggested that arm problems can
affect 30-50 percent of women undergoing breast cancer surgery, with implications for
disability assessment, rehabilitation services, work productivity, and labour force

policy.

Palliative and End of Life Care

Providing palliative care is challenging in rural and remote areas with limited or no
health support infrastructure. There is little or no organized palliative care training, to
allow communities to provide adequate care for the terminally ill cancer patients.
Cancer sharing circle participants in Fort Resolution said that one barrier to in-

95



NWT Breast Cancer Journeys Project
February 2014

community palliative care is the lack of a dedicated worker trained in palliative care (St.
Elizabeth, 2012a). Families must step in to provide care.

“Cancer care is one thing that is forgotten in our First Nation communities, there is no
palliative care training, to allow us to provide adequate care for the terminally ill cancer
patients...if we had more First Nations trained in palliative cancer care, our people
could have their wish and remain in the comfort of their own home until their time”
(Saint Elizabeth, 2012c).

Home and community care provides support, as well as supplies such as adjustable
beds and medical lifts for palliative care. Both Registered Nurses and doctors provide

some basic information to families on how to care for a palliative family member.

Promising and Leading Practices and Models of Care

This chapter presents information on promising practices drawn from the literature
review. The term promising practice refers to a model, approach, technique, or initiative
that is based on experiences, which resonate with users of the practice, and results in
positive changes in people’s lives.

In this review, a promising practice has the following attributes. It is:*

acknowledged to positively improve the breast cancer journey

e inclusive of the interests and experiences of many

e valued and supported by relevant stakeholders

e well known and/or has a history of success

e adaptive—recognizing the importance of community context for successful
implementation.

e ideally, evaluated.

A number of promising and leading practices were identified in the literature. There
are efforts to create pathways to care for, and treat cancer patients living in remote
communities. The opportunity to improve access by strengthening partnerships across
jurisdictions is a collective responsibility necessary to create positive change.
Promising/leading practices and models of cancer care in e-technology, outreach, and

2 Adapted from: Health Council of Canada, Understanding and Improving Aboriginal Maternal and
Child Health in Canada, Compendium of Promising Practices, 2003.
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patient navigation demonstrate the power of effective partnerships to influence efforts

to improve NWT breast cancer care and services.

Promising practices to address key issues encountered by Aboriginal women follow.

Culture, Language, and Identity

Alberta Health Services’ report “Cancer screening in Aboriginal communities: A
promising practices review” (2012)

Several recommendations were made for the use of multiple culturally-appropriate
strategies to increase knowledge and awareness and improve accessibility to
screening services to increase rates of screening.

The following recommendations from this report could apply to other phases along
the cancer journey as well.

1. Existing health services should identify the extent to which their current practice
is culturally sensitive and aligned with the Aboriginal culture, in supporting the
screening needs of Aboriginal communities.

2. The use of Aboriginal lay health advisors or patient navigators, in combination
with culturally appropriate teaching materials, should be explored in the context of
increasing cancer knowledge and awareness within Aboriginal communities.

3. Ways to increase accessibility of screening services should be explored and
implemented in tandem with recommendation #2. There is strong evidence to
suggest that multiple culturally appropriate strategies that target knowledge,
awareness, and access have promise to increase cancer screening rates among
Aboriginal women.

4. Consider the implementation of a pilot study to test the effectiveness of the
suggested interventions, within the context of the Aboriginal communities in
Alberta. Establish an evaluation plan of the pilot project to capture both process and
intervention outcomes.

Cancer Health Disparities Project

The National Institute of Health (NIH) working group in the United States defines
health disparities as differences in the incidence, prevalence, mortality, and burden
of cancer and related adverse health conditions that exist among specific
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populations. The Alaska Cancer Registry and the Alaska Comprehensive Cancer
Partnership (ACCP) is committed to incorporating cancer health disparities data,
when available, in planning and implementation of all strategies. Future reports
will look across all measured racial groups to identify differences in the rates of
cancer, and examine any other identifying data, such as size of tumor at diagnosis
and rural vs. urban locations, to further define the cancer burden. The ACCP will
convene a Disparities Workgroup to look at cancer incidence and mortality data of
all races available since the cancer registry began in 1996. Findings will be included
in the annual report and disseminated.

The web links are:

http://www.cancer.gov/cancertopics/factsheet/disparities/cancer-health-disparities

http://dhss.alaska.gov/dph/Chronic/Documents/Cancer/assets/ ACCCP.pdf

Anishnawbe Health Toronto — Ontario

A multi-disciplinary, accredited community health centre funded through the
Toronto Central Local Health Integration Network, Anishnawbe Health Toronto is
mandated by the Aboriginal Community of the Greater Toronto Area to deliver
primary health care and traditional healing services. It offers access to health care
practitioners from many disciplines including Traditional Healers, Elders and
Medicine People.

The web link is:

http://www.aht.ca/

Jurisdiction and Integration

Up Front Partnership — Ontario

This partnership from 2003 — 2007 conducted a three-year research project that
tapped into women’s experiences of breast cancer care. The resulting report, Toward
Kinder Care, traced women’s experience of breast cancer from risk awareness
through detection, diagnosis, treatment, and survivorship. The partnership
included the Canadian Breast Cancer Foundation - Ontario Chapter, Willow — Breast
Cancer Support Canada, Canadian Breast Cancer Network, Ontario Breast Screening
Program, the Princess Margaret Hospital Foundation, Ontario Ministry of Health
and Long-Term Care, Ontario Ministry of Health Promotion, Cancer Care Ontario.
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The report, Toward Kinder Care, lists - as full partners in their project - breast cancer
patients, their personal care providers, health care providers and their professional
associations, community breast cancer and cancer organizations, and health care
researchers.

Alaska Comprehensive Cancer Partnership

The Alaska Comprehensive Cancer Partnership (ACCP) is a diverse group of
individuals and organizations representing many key stakeholders in cancer
prevention, control and treatment. Their mission is to work together for a cancer free
Alaska.

The web link is:
http://dhss.alaska.gov/dph/Chronic/Pages/Cancer/partnership/default.aspx

Alaska Native Tribal Health Consortium (ANTHC)

In 2003, the Alaska Native Tribal Health Consortium (ANTHC) established the
Comprehensive Cancer Control Program to address the burden of cancer in Alaska
Natives. The Cancer Program collaborates with internal and external system
partners to assist in planning, developing, and/or implementing initiatives in the
following areas:

Prevention

Screening and Early Detection
Diagnosis

Treatment

Survivorship

AU

Palliative Care.

The web link for Alaska Native Tribal Health Consortium (ANTHC) Cancer
Program Projects is:

http://www.anthc.org/chs/crs/cancer/cancerprogramproject.cfm

The Community Health Aide Program

The Community Health Aide Program (CHAP) was developed in the 1960s in
response to a number of health concerns, including: the tuberculosis epidemic, high
infant mortality, and high rates of injury in rural Alaska. In 1968, CHAP received
formal recognition and congressional funding. The long history of cooperation and
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coordination between federal and state governments as well as Native tribal health
organizations has facilitated improved health status in rural Alaska.

CHAP now consists of a network of approximately 550 Community Health Aides/
Practitioners (CHA/Ps) in more than 170 rural Alaska villages. CHA/Ps work within
the guidelines provided in the 2006 Alaska Community Health Aide/Practitioner
Manual (which outlines assessment and treatment protocols.) There is an established
referral relationship which includes mid-level providers, physicians, regional
hospitals, and the Alaska Native Medical Center. In addition, providers such as
public health nurses, physicians, and dentists make visits to villages to see patients
in collaboration with the CHA/Ps.

The web link is: http://www.akchap.org/html/home-page.html

Access to Care and Information

Alaska Comprehensive Cancer Partnership (ACCP)
The ACCP is committed to supporting treatment of patients as close to their

community as possible and increasing treatment options.

The web link is:
http://dhss.alaska.gov/dph/Chronic/Pages/Cancer/partnership/default.aspx

Alaska Native Tribal Health Consortium Cancer Programs

Cancer Patient Comfort Bags and Cancer Information Binders

Bags are distributed to patients receiving cancer treatment at the Alaska Native
Medical Center. Bags contain comfort items such as a blanket, dental kit, hand
sanitizer, coffee mug, water bottle, and other items as well as a binder of information
about cancer and cancer treatments, appointment logs, a place to list prescriptions,
calendar, place for lab results, etc. The bag is funded primarily through

donations. This is the only cancer program in the state that provides bags and
information binders to patients.

The web link is: http://www.anthc.org/chs/crs/cancer/cancerprogramproject.cfm

Traditional Food Guide for Alaska Native Cancer Survivors

The food guide provides easy-to-understand nutrition information for Alaska
Native cancer survivors, their families, and health care team. This is the first time
nutrition information gathered from many sources about Alaska’s wild foods is
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available in one booklet. The food guide is carried in 11 bookstores, with sales
dollars going into a reprint fund for the third printing of the guide. The book is
distributed free to cancer patients, provided to all CHAP clinics, and village
libraries. Many health corporations, schools, and villages continue to buy the book.
It has become a healthy lifestyle tool for all Alaskans.

The web link is: http://www.anthc.org/chs/crs/cancer/cancerprogramproject.cfm

Cancer Care 101 - Cancer Education and Training Program for American Indians and
Alaska Natives is a culturally relevant resource which aims to improve cancer
knowledge and action regarding cancer control in tribal settings. Cancer Care 101
was developed in collaboration with American Indian/Alaska Natives/ to improve
cancer knowledge, action regarding cancer control in tribal settings, and survival
rates for members of their communities.

The web link is: http://cancer101curriculum.wordpress.com/cancer-101-aian-version/

Rural Saskatchewan (File Hills Qu’Appelle Tribal Council)

Access to cancer care was improved by the hiring of a nurse practitioner at the Tribal
Council level who provides outreach to seven communities. Outreach consists of
women’s wellness including cancer screening. Tribal Councils across the country

may view this as a viable option to improve screening for their communities (St.
Elizabeth, 2012c).

Health Empowerment for You (HEY)

This project focuses on improving cancer and chronic disease awareness in
Manitoba and Saskatchewan First Nations, using a “train the trainer” model to bring
a First Nation-specific chronic disease curriculum to communities (St. Elizabeth,
2012c).

The web link is: http://www.saskcancer.ca/Default.aspx?DN=1e233ecc-4be3-405f-
ae65-609323d01006

NWT Cancer Sharing Circles

The cancer sharing sessions in Fort Good Hope and Resolution included
educational presentations to help people understand cancer, including its causes,
the types of cancer, risk factors, warning signs, cancer prevention, early detection
and screening, diagnosis, treatment, survivorship, and palliation/end-of-life, plus
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information on the NWT Cancer Registry, cancer trends in the NWT, Sahtu HSSA
and Fort Good Hope cancer rates, and comparison of cancers in Fort Good Hope to
NWT.

The web links are:

http://www.hss.gov.nt.ca/sites/default/files/fort resolution sharing session report.

pdf

http://www.hss.gov.nt.ca/sites/default/files/fort good hope sharing session report

pdf

NWT Breast Health and Healthy Living Workshop and Workshop Kit

The kits developed by the NWT Breast Health/Breast Cancer Action Group include
hands-on breasts and lumps, Aboriginal language materials, a northern survivor
video, and other information aids for community health representatives/health
promotion officers to use in community workshops or other venues to increase
information and understanding of risk factors, screening, and prevention. Since the
Action Group provided training in the use of the kits and workshop delivery, their
use has increased.

Breast Screening Mobile Program

This program in Northwestern Ontario is maximizing effectiveness by promoting an
integrated chronic disease approach. Mobile breast screening is an outreach
program that demonstrates the positive effects of collaboration between provincial
cancer agencies and First Nations. Access to screening is improved by bringing the
service closer to home. Community ownership evolves through the collaborative
process, which creates a culturally safe environment and decreases the fear and
mistrust associated with cancer and the health care system, resulting in increased
screening participation (St. Elizabeth, 2012c).

Health Care Provider Knowledge and Awareness

American Indian/Alaska Native/Alaska Native Cancer Information Resource
Center and Learning Exchange

A resource center through the educational arm of the Spirit of Eagles provides
cancer-related materials to health care and service providers involved in education,
care, and treatment of American Indian/Alaska Natives and Alaska Natives (St.
Elizabeth, 2012c).
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e The Community Health Aide Program — Cancer Education for Community Health
Aides in Alaska
Education for aides includes:
- Cancer Movie Connections.

- Cancer Continuing Education.

- Understanding Cancer Manual.

- Activities.
-  Readers' Theatre.
- Helpful Resources.

The web link is: http://www.akchap.org/html/resources/cancer-education.html

e Mayo Cancer Clinic Education
For the past several years, Mayo Clinic healthcare staff has traveled to Anchorage
during the summer months (at their own cost) to present cancer education services
on topics selected by Alaska Native Medical Center providers. In addition, some of
the Mayo Clinic staff travel to a region to present an education program to
healthcare providers and teams.

The web link is: http://www.akchap.org/html/resources/cancer-education.htm

e @YourSideColleague® First Nations Cancer Care Course

This is a cross-jurisdictional partnership that employs an e-platform to reach First
Nation communities. It provides culturally-relevant education regarding cancer care
for front line health care workers. It was developed for and with health care
providers working in First Nation communities (St. Elizabeth, 2012c).

Diagnosis
¢ "Educate & Rejuvenate"
This educational retreat for women living in remote areas who have had a breast
cancer diagnosis is sponsored by the Canadian Breast Cancer Network (CBCN),
in partnership with Willow Breast Cancer Support Canada (Willow). Preference
for "Educate & Rejuvenate" is given to women from rural and remote
communities who have had a breast cancer diagnosis and have limited access to
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support and educational opportunities in their communities. Retreats were held
in Alberta (2012) and Northern Ontario (2013). The goals include:
o Learning new coping techniques and tools for the unique challenges of life
after breast cancer.
o Sharing journey and connections with others.
o Rejuvenating in the journey with breast cancer.
The web link is:
http://cbcn.ca/documents/outreach/2013/OUTREACH January 2013 E.pdf

Patient Navigation

Patient navigators touch the human side of cancer directly, reaching out to vulnerable

patients and families to assist and advocate on their behalf in an often complex and

confusing health care system.

Aboriginal Patient Navigator (APN)

This program in Hamilton Ontario was recognized as a best practice by
Accreditation Canada in 2010. Aboriginal Patient Navigators need the support of all
jurisdictions, since their work will cross jurisdictional boundaries as they help
patients and their families.

The web link is: http://jcc.hhsc.ca/body.cfm?id=84

Aboriginal Cancer Strategy II — 2012-2015

The key objectives of this Ontario strategy are to have Aboriginal Navigators hired
and trained in nine Regional Cancer Programs, measures to track Aboriginal patient
and program improvements established, and pain and symptom management tools
and pathways developed for use by Aboriginal health providers — all by 2015.

They are targeting to hire and train nine Aboriginal Navigators to build supportive
relationships and increase palliative care knowledge and skills.

The web link is: https://www.cancercare.on.ca/cms/one.aspx?pageld=9315
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Regional Aboriginal Cancer Leads

Ontario and other provinces introduced patient navigators to help newly diagnosed
Aboriginal people and their families navigate the system. The focus is on successful
engagement and collaboration across varying primary care settings, advocacy, and
addressing the primary care needs of First Nation, Inuit, and Métis people in their
regions.

Benefits for patients:

Better understanding of their health and treatment program.
Increased guidance during their treatment program.
Greater emotional and navigation support.

o O O O

Enhanced ability to cope emotionally, psychologically and physically with their
cancer.

Reduced treatment wait times.

Greater satisfaction with their care.

Potential improvement in their cancer treatment outcomes.
Benefits for patient navigators, leads and healthcare professionals:

o Improved collaboration and communication among the patient’s healthcare team
(ensuring appropriate follow-up in clinical and community settings).

o Understanding healthcare from the patient perspective.

o Spotting/fixing problems and shortfalls in the healthcare system.

The web link is:
https://www.cancercare.on.ca/about/newsroom/newsreleases/nr aborptnav/

Post-treatment Patient Navigation Project

This is a project of the Alaska Native Tribal Health Consortium. Patients who
receive care at the Alaska Native Medical Center and are discharged to their home
community often find they have questions or concerns when they return home. To
help ease the transition between care at ANMC and within their region, the Cancer
Program and the Alaska Native Medical Center Oncology Clinic developed a pilot
project to provide phone and/or telehealth navigation services for post-treatment
patients. This project is funded by a Mayo Clinic Spirit of Eagles grant and is the
only program like it in Alaska.

The web link is: https://www.anthc.org/chs/crs/cancer/cancerprogramproject.cfm
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Treatment

Integrated Symptom Assessment and Collection (ISAAC)

This tool assists health care providers take better care of patients and help cancer
patients be more involved in managing their pain and symptoms. The tool is used in
Ontario, British Columbia, and Alaska.

The web links are:
https://www.cancercare.on.ca/common/pages/UserFile.aspx?fileld=13702

http://'www.bcamrt.bc.ca/media/9391/rt sams alisonmitchell.pdf

Alberta - The Development of the Care Plan

Based on a template created by a survivor, the care plan was refined for breast and
head and neck cancer patients through feedback from survivors, oncologists,
psychologists, family physicians, nurses, and others. Through a demonstration
project, the care plan was further refined using feedback from the survivors, nurses,
and family physicians who piloted the care plan.

A care plan is a written document that is prepared for a patient as he or she finishes
active cancer treatment (surgery, radiation, and/or chemotherapy). It contains the
patient’s cancer history, recommendations, information, and goal-setting. The
CancerBRIDGES care plan is partially prepared by a nurse ahead of time and then
discussed thoroughly with a patient. The patient helps to complete the care plan to
individualize it to his or her goals, concerns, and experiences. The specific
information contained in a care plan will vary by tumor group. However, all care
plans will include information from the following categories:

Basic Diagnostic and Treatment Information Summary
Follow-Up and Surveillance Plan

Coping and Adjustment Recommendations/Guidelines
Healthy Living Recommendations/Guidelines

A IR

Care Team Contact Information.
The web link is: www.cancerbridges.ca
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Cape Breton Home Care Discharge Planning Program

This program is one of three key components of the Nova Scotia Aboriginal Home
Care Aboriginal Health Transition Fund (AHTF) project. The Discharge Program is
designed to provide a home care discharge plan to First Nations patients who need
one when they leave hospital and return to their reserve.

The web links are:

http://www.gov.ns.ca/health/ccs/aboriginal/

http://www.gov.ns.ca/health/ccs/aboriginal/documents/Cape-Breton-Home-Care-
Discharge-Planning-Pilot-Evaluation.pdf

Electronic technology is seen as one method to help bridge program and service gaps.

Three leading practices of e-technology are highlighted:

Mustimuhw ¢cEMR

A First Nation’s owned and operated community electronic medical record (cEMR)
system for the Cowichan tribe of British Columbia has recently been supported with
funding through Canada Health Infoway to expand into Manitoba. It promotes a
case management approach to ensure continuity of care in the face of health care
staff turnover. Surveillance data allows First Nations communities to track trends,
monitor success, and plan for future needs.

The web link is: http://www.mustimuhw.com/

The Saskatchewan Cancer Agency and Federation of Saskatchewan Indian
Nations

These organizations have teamed up to use E-technology (teleconference) to bring
together Aboriginal communities and the Saskatchewan Cancer Agency in a virtual
network that meets quarterly to determine ways to improve communication and
offer support to communities and care providers. The Network is expanding to
include other chronic disease agencies. The integrated approach will provide
benefits for the communities and the agencies as they determine more efficient and
effective ways to work together (Saint Elizabeth, 2012c).
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Telehealth

Muttitt, Vigneault and Loewen (2004) argue that the full potential of telehealth as a
solution for healthcare in Aboriginal populations has yet to be realized. The Health
Canada website describes telehealth as a prominent theme in the recent Blueprint for
Aboriginal Health. Community-level health care providers and Aboriginal
communities view it as essential to improving service delivery. Nationally, there are
about 95 videoconferencing sites and 80 telehealth sites in First Nations and Inuit

communities across Canada, with a number of new initiatives being planned.

The most common forms of service delivery currently applied in rural and remote
areas include outreach programs, shared care, and telehealth. Although evidence of
the efficacy of outreach programs, shared care, and telehealth for long-term
improvements in health outcomes is not yet available, they are all used and
promoted in Australia, Canada, and Scotland in rural and remote communities
(Muttitt et al.).

Telehealth evaluations recognized the following benefits for First Nations and Inuit

communities:

e Improving access to specialist care, which can lead to improvements in the
diagnostic skills of community based personnel, while reducing the stress levels
for both care providers and patients;

e Reducing the number of patient transfers to specialist centres;

e Improving waiting times for consultations, assessments, and monitoring;

e Improving time management through data sharing among primary health care
providers at the community level;

e Supporting service integration with the provinces; and

e Contributing to support and education/training for staff in a fashion that
improves retention and recruitment (Adams et al. 2009, 25).

Teleoncology

This is a key initiative of CancerCare Manitoba, Manitoba Health, Health Canada’s
First Nations and Inuit Health Branch and the University of Manitoba. They share a
vision for the integration of telehealth into current regional and provincial health
service delivery to support health and wellness in First Nations communities
(Adams et al., 25).
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Survivorship

Cancer Survivorship Conference

In 2009, the conference was held in two locations—on the Alaska Native Health
Campus and at the Providence Cancer Center. The conference was arranged in
conjunction with Lance Armstrong LiveStrong Day. The event at Alaska Native
Tribal Health Consortium showcased art created by cancer survivors and local and
state cancer resources. Other partners included: Providence Hospital, State of
Alaska, Alaska Regional Hospital, Lance Armstrong Foundation, and the American
Cancer Society.

The web link is: http://www.akchap.org/html/resources/cancer-education.htm

The CancerBridges Survivor Network (CBSN)

This is a group of Albertans who have been affected by cancer and want to be part of
making the cancer system better. The Survivor Network helps Alberta Health
Services tap into the valuable insight, feedback, and advice that patients, survivors,
and family members have on how to improve the cancer care system in Alberta. The
CancerBridges Survivor Network is also a direct link between cancer survivors and
programs dedicated to encouraging survivorship within both Alberta Health
Services and community-based organizations. It is dedicated to getting cancer
survivors into programs that will help them thrive in the turbulent post-
treatment/chronic care phase of a cancer journey. As members of the Survivor
Network, current patients, survivors, and their families can help affect positive
change within the Albertan cancer system as well as their own lives.

The network:

*Keeps its members in touch with the cancer system and the local survivorship
resources available.

*Provides updates on local events of interest to cancer patients and families.
*Gives its members opportunities to be involved in research projects and asks its
members for advice and feedback on proposed changes to the cancer care
system.

*Can be a very powerful and effective tool in creating an informed public
outlook on cancer issues.

The web link is: http://www.cancerbridges.ca/2011/10/survivor-network/
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Healing Through Art Program

This NWT Breast Health/Breast Cancer Action Group program provides psycho-
social support to breast cancer patients and survivors from throughout the territory.
A series of art workshops have been held in Yellowknife, as well as regional retreat-
like workshops in three regional centres. The methodology is also replicated during
annual survivor retreats. Project-specific funding has ended and the future of the
program is uncertain. “Psychosocial support programs are an integral component of
aftercare. They provide support and a ‘bridge” back into the community, which
helps reduce patients’ feeling of abandonment after treatment. Individuals who are
supported are also more likely to follow doctors” advice” (Lutra Associates, 2013).

The Action Group’s work in this area has created capacity among artists and
therapists and the model could be adapted to patients and survivors of other
cancers, family members as well as victims of other trauma (Lutra Associates, 2013).

Palliative and End of Life Care

Palliative Care, Easing the Journey with Care, Comfort and Choices. An
Introduction to palliative care for patients, families, caregivers and communities.
This 32 page booklet explains palliative care, the fact that it begins at the diagnosis
of a disease and that it supports the mind, body, and spirit. It explains the
importance of recognizing that "everyone" is part of the palliative care team, not just
the doctor or nurse. It suggests that a key to care is identification of community
assets to help support someone who wants to come home.

The web link is: http://www.anthc.org/chs/crs/upload/PallCareBkltMar10.pdf

Alaska - International Telehealth Palliative Care Symposium

The annual symposium convenes teams from rural and remote areas to address
specific barriers to care, while promoting innovations in palliative care in rural and
remote communities.

The web link is: http://www.palliativeak.org/
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