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Introduction

We are in a time where it is vitally important to listen to the voices of Indigenous Youth. They are
speaking up for the health and wellbeing of their communities, regions, and the future of the planet.
They are the future - they are the ones who are going to inherit the challenges of today and, through
innovative problem-solving initiatives and collaboration, create a better tomorrow. Knowing this,
Mamow Ahyamowen wanted to listen to the voices of First Nations Youth and have its first ever Youth
Engagement Session.

Mamow Ahyamowen (everyone's voices) is a health data Partnership of 11 First Nations health service
organizations that collectively serve 78 communities across northern Ontario. These organizations came
together in recognition of the common need for accessible, high-quality health-related information
specific to their communities. A longstanding lack of community-specific information has left Leadership
unable to detect emerging issues, assess trends in health status and make evidence-informed planning,
programming, and policy decisions. Accessing epidemiological data has been vital for advocacy and
funding initiatives for Partners and communities. However, the Partnership recognized the need to
connect with Youth from northern Ontario — to hear their voices, understand the supports they need,
and understand how they view health and wellbeing in their communities.

Event Overview

Discussions for the Youth Engagement Session began in late 2020 during monthly Mamow Ahyamowen
Steering Committee meetings, during which Steering Committee members provided feedback and
content ideas for the Session. After a few challenges and delays due to the COVID-19 pandemic, Mamow
Ahyamowen hosted the online Youth Engagement Session on March 8, 2022. Our objectives were to
provide an opportunity for participants to:

- Learn about First Nations health data in northern Ontario, with a focus on Mamow Ahyamowen
and First Nations data sovereignty (including a few of the key findings from the first analysis the
Partnership completed)

- Discover the wide range of employment opportunities related to First Nations health data

- Share priorities regarding health data and research in their communities

We shared and promoted the event through Facebook (see Appendix A) for approximately two weeks.
We asked interested participants to register and fill out a pre-Session survey (see Appendix B). This
survey captured basic demographic information, evaluated participants' baseline knowledge and
awareness regarding key objectives for the Session and ensured that we were reaching the target age
range for Youth participants (18-29 years old).

We thought it would be helpful to provide participants with a Welcome package (see Appendix C) before
the event. The package outlined the agenda for the day, shared information about speakers and
participants, and included a section to help participants prepare for the Session.

Mamow Ahyamowen Youth Engagement Session — Summary Report
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During the Session, we invited Youth to participate in three main ways: (i) open conversation and
questions (ii) an online chat box, and (iii) Jamboard, an interactive online whiteboard (see Appendix D).
We also asked participants to fill out a post-Session survey (see Appendix E) to evaluate any change in
knowledge and awareness, and to evaluate general satisfaction with the Session. We were honoured to
have Elder Esther Diabo be a part of our Session.

This report provides a high-level review of the online Session and elements that came out through
discussions. We captured valuable information for Partners and for the Partnership as a whole.

Survey Findings

Pre-Session Survey

Thirteen participants registered, and nine attended the online Session. Respondents were, on average,
around 23 years old and belonged to First Nations from across northern Ontario, including some that are
not served by the Partnership. Most had completed at least some college-level education. Almost half of
the respondents reported being interested in a health-related career, while nearly one-third were not
sure. The most common careers of interest to respondents were Outreach Worker, Youth Support
Worker, and Land-Based Program Worker. There was also some interest in careers in Nursing (including
as a Nurse, Nurse Practitioner, or Practical Nurse) and as a Researcher or Traditional Healer.

Post-Session Survey

Only four of the nine participants completed the post-Session survey. All four respondents felt the
Session increased their knowledge or understanding of health data. Three respondents felt more
comfortable talking about health data after the Session, while one was unsure. Three respondents said
their knowledge about the connection between health data and the careers listed increased as a result
of the Session, while one reported no change. Three respondents said that the Session increased their
interest in a health-related career, while one reported no change.

Respondents were asked to rate different parts of the Session from one to five "thumbs up." On
average, participants rated the overall Session at 4.5. All of the presentations received four or five
thumbs up. The interactive Jamboard exercise received a mix of three, four, and five thumbs up.

What We Heard from Participants

Motivations

Participants shared a variety of reasons for being interested in First Nations health data. Several
participants shared that they already worked in healthcare or for organizations that oversee First
Nations health data, which made them want to learn more about it. Others reported broader interests
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in data transactions and First Nations health and/or research. A few participants were very early in their
educational pursuits and were curious to know more about opportunities and how their interests could
align with their future education.

Priorities

Participants listed the following as the most pressing health concerns affecting their communities on the
Jamboard (see Appendix D):

e Heart disease e Lack of job opportunities
e Prenatal Health e Intergenerational trauma
e Children's health and safety e Substance use
e Mental health and lack of access to e Cancer

relevant services e Access to resources
e Air quality in homes / housing e Diabetes

When given an opportunity to elaborate on these points verbally, participants shared the following:

e lack of job opportunities: One participant felt there was a limited number of opportunities (paid
and unpaid) in their community and that those that did exist were often granted to the friends
and family of people in power. They were frustrated by these displays of nepotism but excited
to hear about health data-related opportunities shared by panelists.

e Air quality in homes / housing: One participant shared that overcrowding and other housing
issues like air quality were major concerns in the communities in their area. This had negative
effects on people's health, especially in relation to the COVID-19 pandemic.

e Mental health: One participant commented on the decreased connection to community because
of the COVID-19 pandemic. Specifically, they shared that an inability to attend community
events and engage in learning opportunities negatively impacted their health.

At the same time, participants also named strengths that their communities could draw on in addressing
these concerns, including:

e Culture
e Relationships with others in their communities
e Connection to the land (including land-based detox programs)

Throughout the Session, participants made additional comments indicating that they are engaged in
critical thinking and dialogue about the future of their Nations. For example:

e During Dr. Rowe's presentation, one participant asked if Canada had adopted the United
Nations Declaration of the Rights of Indigenous Peoples (UNDRIP) and, if so, what implications
it could have for Indigenous data sovereignty.

Mamow Ahyamowen Youth Engagement Session — Summary Report
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e During the same presentation, another participant asked about data on other topics such as
water quality and the health of the environment. This led to a conversation about the
significance of the Land Back movement and its ties to Indigenous health and wellbeing.

e During the Health Data Careers Panel, one participant asked the panelists about how to adopt a
decolonizing approach in research and what that might look like in practice.

We also offered participants the opportunity to complete The Fundamentals of OCAP® course offered by
the First Nations Information Governance Centre at no cost. Four participants took advantage of this
opportunity, once again indicating a strong interest in Indigenous data sovereignty.

Mamow Ahyamowen Youth Engagement Session — Summary Report
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Reflections

This section will draw on what we heard from participants and speakers during the Session, results from
the pre- and post-Session surveys, and discussions between members of the planning team. The
following figure summarizes the themes that came up throughout the day. See below for a more
fulsome discussion regarding several of these themes.

DQCO/onize Climate Change
CultureConnection

L. and Back

Pandemi
Indigenous Data Sovereignty s

Community \Women
Relationships

Opportunity

widio— SLFENQAN Epviromment

Figure 1: Word Cloud summarizing main themes from Youth Engagement Session
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Data: Past, Present, and Future

Many priorities voiced by participants aligned with our past and upcoming analyses. For example, our
first analysis, Learning from Our Ancestors, looked at the impact of heart disease, diabetes, cancer,
substance use, and mental health as related to mortality. Our upcoming analyses (chronic conditions,
injuries, and mental health and addictions) will dive deeper into some of these areas. This is encouraging
because it suggests that our work is touching on health concerns that matter to Youth in our
communities.

At the same time, participants discussed various priorities that we have not yet touched on through our
work, such as prenatal and children's health, housing, job security, intergenerational trauma, culture,
and connection to land. The Steering Committee may wish to consider these priorities in making
decisions about the direction of our work moving forward. It is also worth noting that the last item in
this list was particularly important to participants, having been brought up several times in various
contexts. Participants emphasized the direct link between the wellbeing of land, people, and non-human
relations in their traditional territories. We also discussed the challenges of working with mainstream
health administrative datasets, which often fail to capture variables that are important from Indigenous
perspectives such as connection to land.

As the Leaders of tomorrow and those who will be forced to deal
with the impacts of the impending climate crisis, First Nations
Youth carry a heavy burden. Following the Session, we were left
wondering: how can we leverage our work to support them?

Acknowledging the Roles of Women and Two-Spirit People

While unintentional, the fact that the Session took place on International Women's Day was significant.
It was also telling that the Elder, Speakers, and a vast majority of the participants identified as women or
Two-Spirit. This was acknowledged by several panelists, who shared that they were honoured to speak
alongside each other. Similarly, one post-Session survey respondent said "/ really really enjoyed all the
speakers. It was so nice to listen to so many different stories from so many powerful women."

For many years, Indigenous women and Two-Spirit people have
led their communities in the reclamation of health and wellbeing.
Our experience during the Session suggests that this will continue

to be true in our region.

Mamow Ahyamowen Youth Engagement Session — Summary Report
8|Page



&
7 N LL"° 5[ -A3
Mamow Ahyamowen
PARTNERSHIP

The Power of Coming Together

In general, post-Session survey respondents had positive things to say about the Session. They rated the
individual presentations and the overall Session highly and reported positive outcomes based on their
attendance, including:

e Increased knowledge or understanding of health data

e Increased comfortability talking about health data

e Increased understanding of the connection between health data and various health-related
careers

e Increased interest in health-related careers

During the Session, one participant shared that it would have been very helpful to have the knowledge
they gained from the Session before they worked on a recent research project. Panelists, too, shared
that they valued the opportunity to come together and hear about what others in the field were doing.
We were also grateful to receive positive feedback from the Elder for the event.

With everything going on in today's world, the fact that we
received positive feedback from participants and speakers
highlights the power of slowing down and coming together in
relation to First Nations health data.

What We Learned About Hosting Events

What Worked Well
The lessons we learned as a planning team can be applied to help improve future events. Some things
that worked well included:

e Promotion: We reached most of our registrants on Facebook. While the best way to promote
events and opportunities will vary depending on the target audience, social media is a valid
option that should be considered in the initial stages of event planning.

e Panel Discussions: We were intentional in reaching out to prospective panelists with a wide
variety of roles and at different points in their career journeys. This seemed to work well, as
panelists were able to speak to different aspects of First Nations health data while still building
on each other’s points. The panelists stated several times that they enjoyed the Session, which
we took as an indicator of success.

e Online Facilitation Tools & Strategies: We used several tools and strategies that were successful
in helping to facilitate the Session, including:

Mamow Ahyamowen Youth Engagement Session — Summary Report
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o On-screen timer: this helped participants to know how long was left in each break.

o Jamboard: this allowed participants to reflect on and respond to our discussion
questions throughout the day.

o Music: this helped let participants know when we were getting ready to start things up.
From our perspective as a planning team, it also helped to dispel tension and create a
fun environment.

Working with an Elder: In addition to opening and closing the Session, Elder Esther stayed
throughout the day to listen to and reflect on what was being shared. The teachings and stories
that she shared, as well as her use of Anishinaabemowin, were grounding for everyone.

What To Do Differently
There are also some things we would do differently in the future, such as:

Evaluation: Given that so few participants completed the post-Session survey, our evaluation is
limited. In the future, we will consider offering an incentive to survey respondents to encourage
their participation. Another option is to conduct a poll at the end of the meeting.

Panel Discussions: The Panel Discussion started out with five panelists. The Facilitator found it
challenging to manage that many panelists, and there was not enough time for each of them to
share their insights. Additionally, one panelist had to leave in the middle of the Session, which
made things feel rushed. In the future, we would recommend sticking to a smaller number of
panelists and making sure that each can stay for the entire presentation.

Scheduling: Six hours is a long time to spend on Zoom, even with breaks. By the end of the day,
it was clear that participants were not as engaged, particularly during the group discussion. The
only way to avoid this would have been to cover less content or to split the Session into two half
days. We considered the latter but were worried that participants might not come back for the
second day. In the future, we would recommend weighing the pros and cons of each option.
Interactive Discussion: As mentioned above, the discussion was not as fulsome as we had
hoped. It is hard to determine exactly what contributed to this, but here are some ideas that
may be worth considering in the future:

o Try different facilitation method(s) (e.g. dotmocracy)

o Break participants up into groups to discuss amongst themselves before sharing with
the group

o Give participants more time to reflect and share
o Shorten day(s) and/or schedule the discussion earlier on in the day (but not too early)

Coordination: We lost some time due to technology-related challenges. In the future, we would
recommend performing a "dry run" before the day of the event.

Recording: In order to make the most of engagement opportunities, it is important to have a
reliable record of what participants share. We decided not to record the Session through Zoom

Mamow Ahyamowen Youth Engagement Session — Summary Report

10/Page



&
7 N LL"° 5[ -A3
Mamow Ahyamowen
PARTNERSHIP

in hopes that it would make participants feel more comfortable. However, this made it hard to
capture everything they shared. In the future, we would recommend weighing the pros and cons
of recording versus not recording.

Concluding Thoughts

Overall, the Youth Engagement Session was a success. Participants showed a keen interest in topics
related to First Nations health data and shared positive feedback regarding the Session. Hearing about
their priorities and concerns was valuable and will help inform our work moving forward. Perhaps most
importantly, they reminded us of the importance of (re)centering First Nations understandings of health
and wellbeing, which can be challenging when working within health systems that are informed by
Eurocentric worldviews. We were honoured to have Youth participate in the Session and will continue to
engage them in the future.

Mamow Ahyamowen Youth Engagement Session — Summary Report
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Appendix A: Promotional Poster circulated via Facebook

Are you a First Nations youth who is passionate
about the wellbeing of your community?

Join us to learn about First Nations health data in northern Ontario
and how you may be able to contribute to this important work

HIGHLIGHTS:

Honoraria & prizes

Health data career panel

Learn about Indigenous data
sovereignty

Help inform our priorities

o
7 N LL"® QYT-Ad
Mamow Ahyamowen
@9 rarTnersHIP

March 8, 2022 | 10AM - 4PM EST | Online

Open to First Nations youth from nothern Ontario ages 18-29

Register at: https://www.surveymonkey.com/r/mamowyouth

Mamow Ahyamowen Youth Engagement Session — Summary Report
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Appendix B: Pre-Session Survey

Event Description

Mamow Ahyamowen is a health data partnership of 11 First Nations health service organizations that
collectively serve 78 communities across Northern Ontario. We came together out of the shared need
for high-quality health data specific to our communities.

To be truly inclusive and hear everyone's voices, Mamow Ahyamowen wants to engage with youth aged 18
to 29 from Northern Ontario First Nations — to hear your thoughts on health data and the wellbeing of your
communities.

In this interactive session, participants will:

e Learn about First Nations health data in northern Ontario
e Discover a range of employment opportunities related to health data (hint: there are a lot)
e Close the circle by sharing priorities regarding health data and research in their communities

Participants will also be provided with honoraria and the chance to win one of several prizes!

Please fill in this form to register for the event. It should take 5-10 minutes. Registering for the event will
ensure that you receive information to join the session, pre-event materials, and any follow up
information.

Consent & Privacy

We are excited to hear from you and are looking forward to you joining our Youth Engagement Session!
Please note that the information you provide in this registration form will help us to prepare for the
Session and to follow up with you afterwards.

Because the Session will be done as a group, other participants will hear what you say. We will not
record the Session, but we will take notes so that we can learn from you.

We will use the information you provide during the Session to prepare reports on youth views about
First Nations health data and research in Northern Ontario — this includes any thoughts, opinions, or
stories you might share. We will also invite you to do a short survey after the Session to help us learn
about how we could improve - this information may be included in the report as well. We will share
these reports with people and groups who are interested in what we learned (e.g. funders, the
Partnership's Steering Committee). We will not share your name or any other information that may be
used to identify you in these reports.

We will keep the information you provide in this form, during the Session, and in the post-Session survey
until we finish the reports, which will likely take around six months. Once the reports are complete, we
will delete your information. You can request a copy of the reports by emailing us at
mamowahyamowen@gmail.com.

Mamow Ahyamowen Youth Engagement Session — Summary Report
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By completing this form, you indicate that you consent to the following:

e We can use the information you provide on this form to prepare for the Session and to follow up
with you afterwards. Once you have submitted this form, you cannot withdraw this consent.

e Participating in a group session on your views about First Nations health data and research in
Northern Ontario. You can leave the Session at any time. You will still receive an honorarium for
the Session if you leave before it is finished.

e We can use the information you provide to prepare findings and reports on the Session. You can
withdraw this consent anytime until we finalize the reports.

If you have any questions about privacy or consent, please email us at mamowahyamowen@gmail.com.

Personal Information

First Name:

Last Name:

Age:

First Nation: (please keep in mind that this event is for youth who belong to northern Ontario First
Nations)

Email Address:

Phone number: (we will only call you if we have trouble reaching you via email)

What is the highest level of education you have completed?

Some high school
Completed high school
Some trade/technical/vocational training
Completed trade/technical/vocational training
Some college

Completed college

Some undergraduate

Completed undergraduate

Some postgraduate (masters or doctorate)
Completed postgraduate (masters or doctorate)
Other (please specify):

0O 0O 0O 00 OO0 O O O O

In order to help everyone get to know each other better, we would like to share participants' bios and
photos ahead of the session. Please note that this is completely optional. You will still be able to
participate if you decide not to provide this information.

Mamow Ahyamowen Youth Engagement Session — Summary Report
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If you'd like, provide a short bio:

If you'd like, upload a photo of yourself to go with your bio:

Honoraria

We are offering honoraria to Youth who attend the session as an acknowledgement of their time and
contributions. A cheque will be mailed out to you shortly after the engagement session.

Please provide your mailing address:

Address

Address 2

City/Town

Province

Postal Code

Country

Health Data

The next few questions will help us understand what knowledge you have about First Nations health
data in advance of the session.

How would you rate your current knowledge or understanding of health data?

0 (no knowledge) 5 (some knowledge) 10 (expert)

7~
( 1 I )
S

How comfortable do you feel talking about health data?

0 (not comfortable at all) 5 (somewhat comfortable) 10 (extremely comfortable)

7~
( 1 I )
S

Are you interested in a health-related career?

Mamow Ahyamowen Youth Engagement Session — Summary Report
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o Yes
o No
o Not sure

Which of the following health-related careers interest you? (select all that apply)

Data Analyst

Diabetes Worker/Educator

Dietician

Doctor

Epidemiologist

FASD Worker

Health Educator/Promoter

Home and Community Care Worker

Lab Technician

Land Based Program Worker

Medical Transportation Coordinator

Nurse / Nurse Practitioner / Practical Nurse
Outreach Worker

Personal Support Worker

Physiotherapist
Researcher
Traditional Healer
Youth Support Worker
Other (please specify):
None of the above

Oo0o0oo0O0O0o0O0O0oo0O0oOoo0oOooooOooaa

When considering the previous list of health-related careers, would you say they are related to health
data?

Yes

Some, but not all
No

Not sure

0O O O ©

What do you hope to learn in the session? Please explain:

Do you have any accessibility needs that we may be able to accommodate? Please explain (e.g. provide
closed captioning):

Mamow Ahyamowen Youth Engagement Session — Summary Report
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Is there anything else you would like to share with us prior to the session?

Survey Complete

Miigwech (thank you) for taking the time to fill out this Registration Form. We are looking forward to
connecting and talking about First Nations health data with you!

Spots will be offered on a first come, first serve basis. If all spots are filled, we will put your name on a
wait list and let you know via email.

If you have additional questions please email:

mamowahyamowen@gmail.com.

Mamow Ahyamowen Youth Engagement Session — Summary Report
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Appendix C: Welcome Package

IMamow Ahyamowen
Youth Engagement Session

Welcome Package

MAAMEESYING

March 8, 2022
10 AM — 4PM EST / 9AM — 3 PM CST

Mamow Ahyamowen Youth Engagement Session — Summary Report
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Biindigen! Welcome!

Chi-miigwech (thank you so much) for registering to take part in the Mamow Ahyamowen
(everyone's voices) Youth Engagement Session. We are excited to come together to talk about
First Nations health data with you. By participating in this workshop, we hope that you will:

1. Learn about First Nations health data in Northern Ontario
2. Discover the range of employment opportunities related to First Nations health data
3. Share priorities regarding health data and research in your communities

We put this information package together to help you prepare for the session. If you read on,
you will find suggestions on how you might prepare, a detailed agenda outlining scheduled
activities and breaks, and information about the speakers.

Please do your best to join on time out of respect for the Elder who will be opening the
session. Sometimes life happens, so we have built-in a few extra minutes for those who might
need it @. If you do end up joining a bit late, please make sure that your microphone is on mute.

Think about what you will need to feel comfortable throughout the day. This will look different
for everyone. For some, it might be dressing in comfortable clothes, setting up a comfortable
place to sit, or making sure you have snacks and water handy. Part of the honorarium you will
receive after the event accounts for the cost of lunch. Please know that there is no pressure to
turn your camera on and that we welcome you to get up and stretch whenever you need to.

Think about what you might want to share during the event. If you have time, thinking about
these things in advance can help you feel more comfortable participating. Here are some things
you might want to think about:

Do you have any questions about the speakers' jobs or how they got to where they are?
Do you know of any research that has already been conducted in your community?
What are the most pressing health concerns affecting your community?

What are some strengths that your community can draw on in addressing these
concerns?

o O O O

We hope that this helps you to know what to expect and to feel prepared for our day together.
If you have any questions, please don't hesitate to email us at mamowahyamowen@gmail.com.
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Zoom link: https://zoom.us/s/97668035691 (phone details below)

Time Item Speakers
9:55am —10:00 am ET | Participants join through Zoom
Maureen
(8:55am —9:00 am CT) | Welcome
10:05 am Opening Esther
_ ) Introduction and housekeeping
10:30am —11:15am First Nations Health Data in Northern Ontario Maureen
11:15am Break
Strength in Numbers: Improving our Understanding
11:30 am —12:30 pm of First Nations' Data Sovereignty to Better Our Robyn
Collective Health
12:30 pm — 1:30 pm Lunch
Janelle
Melanie
1:30 pm — 3:00 pm Health Data Careers Panel Miranda
Mariette
Autumn
3:00 pm —3:15 pm Break
3:15 pm—3:45 pm Review of Interactive Exercise Maureen
3:45 pm Closing Esther

To join by phone, please dial one of the following numbers:

+1 647 374 4685
+1 647 558 0588

Meeting ID: 976 6803 5691
Passcode: 753245

+1 778 907 2071 +1 438 809 7799
+1 204 272 7920 +1 587 328 1099

For one tap mobile: +16473744685,,976680356914,,,,*753245# Canada

Mamow Ahyamowen Youth Engagement Session — Summary Report
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Getting to know Each Other

We asked if you wanted to share a bit about yourself when you registered so we could help everyone
get to know each other a little bit better. Below is what you shared with us.

Please note: We omitted this information for the report for privacy purposes.

Mamow Ahyamowen Youth Engagement Session — Summary Report
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Speaker Profiles

Maureen Gustafson (Facilitator)

Maureen is an Anishinaabekwe of mixed Ojibwe and settler
heritage. A member of Couchiching First Nation, she grew up
nearby in Fort Frances, Ontario. She is a loving auntie, sister,
daughter, cousin, and friend.

Maureen obtained a Master of Public Health with specializations
in Health Promotion and Indigenous Health from the University
of Toronto in 2019. Her work is informed by professional
experience at Indigenous-led research institutes in both Canada
and Australia as well as health and social service providers.

Maureen has been privileged to serve the Mamow Ahyamowen Partnership as a Knowledge Translation
& Exchange Specialist since 2020.

Esther Diabo (Opening & Closing)

We are very honoured to have Esther Diabo opening and closing the session. Esther will share
more about herself in the session.
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Robyn Rowe (Keynote Speaker)

Robyn is a mother of four, a member of Matachewan First
Nation, and a hereditary member of Teme Augama
Anishnabai. She recently completed her PhD in rural and
northern health from Laurentian University with her
dissertation entitled The Fires we Keep: Honouring the land
through Indigenous-led Resistance, Sovereignty, and Data.

Robyn is an Executive Member of the Global Indigenous Data
Alliance and was involved in the co-creation of the 'CARE
Principles of Indigenous Data Governance' with Indigenous
partners from around the world through the International
Indigenous Data Sovereignty Interest Group as part of the

Research Data Alliance.

She is also the Indigenous Data Team Lead at Health Data Research Network Canada and a Staff Scientist

at ICES. Robyn's work intersects in the areas of Indigenous health and policy, Indigenous data

governance and sovereignty, and social and environmental justice. Robyn's continued research efforts
focus on decolonizing health data environments through the assertion of inherent Indigenous rights and

interests.

Janelle Brown-Walkus (Panelist)

Janelle is from the Squamish, Heiltsuk, and Gwa'sala First
Nations. Janelle currently works at the First Nations
Information Governance Centre (FNIGC) as a statistical data
analyst. Janelle recently completed her Masters degree in
Dentistry, where she grew into a love for data - specifically in
an Indigenous health context. During her graduate studies, she
worked with the Norway House Cree Nation to develop a
guestionnaire to assess the quality of preventive oral health
care in a First Nation community.
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Melanie Lazarus (Panelist)

Melanie is an Omushkego Cree, born and raised in Moose Factory, Ontario. At the age of 17, she left her
home community to pursue her education in Sudbury, Ontario. She completed her Bachelor of Science
in Nursing degree at Laurentian University. Following this, she worked as a Registered Nurse in various

settings, including Health Science North and Weeneebayko General Hospital (now known as
Weeneebayko Area Health Authority).

Feeling the need to further her education, she obtained her Nurse Practitioner certification and licensing
and worked in rural, urban, Indigenous and non-Indigenous settings. While working in a Nurse
Practitioner capacity, she then continued her educational journey and obtained her Master in Health
Management degree from McMaster University in 2018. Further to this, in August 2020, she obtained
her Certified Health Executive designation from the Canadian College of Health Leaders. She asserts that

all of her educational pursuits were always done with the intent of returning the knowledge back to the
Indigenous communities with which she works.

Currently, Melanie works in a full time capacity as the Director of Community Wellness for the
community of Sagamok. She is also continuing her learning journey in the PhD program in the School of
Rural and Northern Health at Laurentian University. She is currently studying part time and is in year
two. While in this program, her project focus is on improving health systems for First Nation
communities in northern Ontario.

Melanie currently resides in Sudbury, Ontario, with her three children and husband. If she is not working
or focusing on school work, she can be found in an arena watching one of her 3 children play the sport
they love, hockey. She maintains her connection to home by frequent visits to her home community
whenever the opportunity arises. Her and her family remain dedicated to upholding their Cree traditions
and make it a priority to return home for the annual spring hunt in March/April of every year to harvest

geese and ducks.
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Miranda Lesperance (Panelist)

Miranda (pronouns: she/her) is an Anishinaabekwe (Ojibwe woman) from
Opwaaganisiniing (Red Rock First Nation) in Ontario, Canada. She is a Ph.D.
candidate at the Dalla Lana School of Public Health, University of Toronto.

Her research interests include Indigenous Peoples' health, health labels and
behaviours, and the social determinants of health. She has worked with the
Public Health Agency of Canada for over 14 years and in her most recent
contract, she was a Researcher at the First Nations Information Governance
Centre working with COVID-19 data access and stewardship.

After 15 years in Toronto, Miranda has recently returned home to the
Thunder Bay region to complete her Ph.D. research, titled "We are stories,
not labels: Anishinaabekweg Child-rearing Experiences."

After lecturing at Lakehead University, she spends as much time as possible at her home on Oliver Lake
with her partner and her two children, Nodin and Waseya.

Mariette Sutherland (Panelist)

Mariette is Anishinaabe-kwe from the Whitefish River First
Nation in Northern Ontario. She has been operating a
private consulting practice since 2004 working to advance
the self-determined health and wellness priorities of First
Nations and Indigenous communities.

Mariette's consulting work has focused on the
development of numerous program models, regional
strategies, research and evaluation projects aimed at
improving Indigenous community health and wellness.

Mariette applies a unique, culturally grounded lens as
researcher, planner, administrator, and evaluator applying sound community-based engagement
principles in building strong foundational relationships.
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Mariette holds a Bachelor Chemical Engineering from McMaster University as well as a Master of Public
Health from the University of Waterloo. Mariette has been actively engaged in research projects
regionally, provincially and nationally on topics such as healthy aging amongst First Nations seniors, First
Nation community-based opioid and substance use disorder treatment, and engagement principles with
First Nations and public health.

Mariette presently serves as Vice-Chair of the Alliance for Healthier Communities and is leading the
renewal of the Health Equity Charter, a foundational document for all community health centres across
Ontario.

Autumn Watson (Panelist)

Autumn is an Anishinaabe-Kwe from Curve Lake First
Nation who holds a Bachelor of Arts High Honours in
Criminology and Criminal Justice from Carleton
University and a degree in Law and Security from Loyalist

College.

For the past 25+ years Autumn has worked as a project
manager, researcher, and policy advisor within
Indigenous based organizations at the national, regional
and community levels. Having lived experience as well as
travelling extensively has broadened her knowledge with respect to the unique culture, needs, priorities
and aspirations for Indigenous Peoples. As a front-line worker, she has identified, promoted, advocated,
and advanced Indigenous specific research, policy, programs and services.

Autumn has worked with the Indigenous Diabetes Health Circle, as a diabetes wellness worker for the
past 8 years. More recently, Autumn was seconded to Queens University, Centre for Studies in Primary
Care, as an Indigenous Research Associate to support recruitment, data collection, data governance and
knowledge dissemination, along with facilitating an oversight committee appointed by the Indigenous
Health Council to guide data management, interpretation and dissemination, consistent with principles
of data ownership, control, access and possession (OCAP®) (First Nations Information Governance
Centre).
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Session Support

Justice Seidel

Justice is Omushkego Cree from the Moose Cree First
Nation. Justice has an undergraduate degree in
Biomedical Biology and a Master's of Indigenous
Relations, both from Laurentian University. Justice recently
moved back to her home community in Moose Factory,
Ontario where she works in community as a health
researcher. As the Senior Analyst of Evaluation,

Research and Engagement in the Minomathasowin Public

Health Department at the Weeneebayko Area Health Authority,

Justice is involved in many health research projects taking place within the James and Hudson's

Bay region.

Christina Vlahopoulos

Christina is of settler Greek ancestry and currently lives in the
Robinson-Huron Treaty territory and the traditional lands of
the Atikameksheng Anishnawbek and the Wahnapitae First
Nations (Sudbury). She graduated from the Canadian College
of Naturopathic Medicine and practiced as a Naturopathic
Doctor for ten years in Toronto and Kingston. During that
time, Christina pursued her Masters in Public Health at
Lakehead University and completed studies in health equity,
vulnerable populations and social determinants of health. She took a break from private practice to
work at De dwa da dehs nye>s Aboriginal Health Access Centre as the Healthy Kids Community
Challenge Local Project Lead in Hamilton and Brantford. Christina is honoured to support Mamow
Ahyamowen as the Project Manager.
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Appendix D: Images from Interactive Jamboard

How to participate on the Jamboard:

You can select a
Sticky note and type
your thoughts in the
box - Click on the
Sticky note icon to
the left of your
screen

Note - if you add too
much content in a
Sticky note, it might
not all be visible. It
might be better to
select the text box
on the Left side of
your screen.

Mamow Ahyamowen Youth Engagement Session — Summary Report

You can edit your
Sticky note at any

We have a couple of
time - double-click on

boards for this You can also

the Sticky note, and You can select your i draw circles or
e ttowipey | Sidynoemd . verheYeian | SEWCKS

up. You can now edit move it around the Boards by selectin ghlig

the content. Once you board or re-size the S ey g things using
select "Save," or Enter note if you like. e Right (>) or Le the tools on
your edited content (<) arrows at the top

will appear on the of the screen. the Left.

board.

In the Text box, you can type as much as you like.

To modify how it appears, you can use the dropdown menu
beside the large "A" in the top left part of the screen and select
Normal or Caption. You can also select the "A" to change the
colour of the text.

Tap the >
above and
let's get
started!

You will need to double-click inside the box to get the cursor
again to edit a text box.

You may need to re-size your text box to see your content.
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Are there any agreements that you would like to suggest to guide how we should interact with

each other today?

Love: take care of
yourself throughout
the day, whatever
that looks like for
you. If differences
come up, remember
that we're all here
out of a shared love
for our people.

Mamow Ahyamowen - Youth Engagement Session - March 8, 2022
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What are the most pressing health concerns affecting your community?

Prenatal
Health
Heart
disease
substance
use
air quality
in homes /
housing
Intergenerational
trauma

Mamow Ahyamowen Youth Engagement Session — Summary Report

lack of proper
mental health
services
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What are some strengths that your community can draw on in addressing the most pressing
health concerns?

land-based
detox

Mamow Ahyamowen - Youth Engagement Session - March 8, 2022
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Appendix E: Post-Session Survey

Event Description

Miigwech - thank you for participating in the Mamow Ahyamowen Youth Engagement Session. We
appreciate you taking the time to connect and share your thoughts on health data and the wellbeing of
your community.

We are always looking for feedback - we kindly ask you to fill out this short post-Session survey. It
should take you about 5 minutes to complete.

Consent & Privacy

As mentioned, we will use the information you provided during the Session to prepare reports on youth
views about First Nations health data and research in Northern Ontario — this includes any thoughts,
opinions, or stories you may have shared during the Session.

We are inviting you to complete a short post-Session survey to help us learn about how we could
improve future events - this information may be included in the reports as well. We will share these
reports with people and groups who are interested in what we learned (e.g. funders, the Partnership's
Steering Committee). We will not share your name or any other information that may be used to
identify you in these reports.

We will keep the information you provide in this post-Session survey until we finish the reports, which
will likely take around six months. Once the reports are complete, we will delete your information. You
can request a copy of the reports by emailing us at mamowahyamowen@gmail.com.

By completing this form, you indicate that you consent to the following:

e We can use the information you provide on this form to help Mamow Ahyamowen improve its
work. Once you have submitted this form, you cannot withdraw this consent.

e We can use the information you provide on this form to prepare reports that may be shared
with people and groups who are interested in what we learned from you (leaving out any
information that may be used to identify you). You can withdraw this consent anytime until we
finalize the reports.

If you have any questions about privacy or consent, please email us at mamowahyamowen@gmail.com.

Personal Information

First Name:

Last Name:

Mamow Ahyamowen Youth Engagement Session — Summary Report
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How did you hear about the Youth Engagement Session?

O Facebook

LinkedIn

Email

Word of mouth

Other (please specify):

OooOo0Ono

Health Data

The next few questions will help us understand what knowledge you gained, if any, about First Nations health
data.

Do you think the Session increased your knowledge or understanding of health data?

o Yes
o No
o Notsure

How would you rate your knowledge or understanding of health data now?

0 (no knowledge) 5 (some knowledge) 10 (expert)

7~
( 1 I )
S

Are you more comfortable talking about health data now than you were before the Session?

0 (not comfortable at all) 5 (somewhat comfortable) 10 (extremely comfortable)

7~
( 1 I )
S

We provided you with a list of health-related careers in the registration form. All of the careers collect, use or
contribute to health data in various ways.

As a result of the Session, would you say your knowledge about the connection between health data and
these careers has:

o Increased

o Decreased

o Stayed the same

Mamow Ahyamowen Youth Engagement Session — Summary Report
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Thinking back to when you filled out your registration form and your interest in a health-related career,
please select that statement that best applies to you now:

o The Session increased my interest in a health-related career.
o The Session decreased my interest in a health-related career.

o The Session did not change my interest in a health-related career.

Reflecting on the Day

Thinking back to the day, please rate the following:

First Nations Health Data in Northern Ontario — Maureen Gustafson

)¢ * 1A ¢ w w

Strength in Numbers: Improving Our Collective Understanding of First Nations' Data Sovereignty to Better
Our Collective Health — Dr. Robyn Rowe

w AS ¢ W w

Health Data Careers Panel — Janelle Brown-Walkus, Melanie Lazarus, Miranda Lesperance, Mariette
Sutherland, Autumn Watson

¢ * w w w

Interactive Exercise (Jamboard) that looked at:

o What are the most pressing health concerns affecting your community?
o What are some strengths that your community can draw on in addressing the most pressing health
concerns?

w * w w w

Overall Impression of the Youth Engagement Session:

w * w w w

In the interactive part of the Session, we asked:

Mamow Ahyamowen Youth Engagement Session — Summary Report

34|Page



[ ]
7 N LL"° %[ -A3
Mamow Ahyamowen
PARTNERSHIP

e What are the most pressing health concerns affecting your community?
e What are some strengths that your community can draw on in addressing these concerns?

Is there anything you did not get a chance to share during the Session that you would like to share now? If so,
please explain:

Did you take away what you hoped to learn in the Youth Engagement Session? Please explain:

Is there anything else you would like to share with us?

Thank you!
Chi-Miigwech (thank you so much) for giving us your gift of time.

We really appreciate you spending the day with us and sharing your thoughts, comments and ideas.
Your honorarium will be mailed to you, and you should receive it within a few weeks at the address you
provided when you registered.

If you would like to stay connected with Mamow Ahyamowen, please feel free to sign up for our
newsletter.

Miigwech again for joining us for the Youth Engagement Session - if you have any additional thoughts or
guestions, please email mamowahyamowen@gmail.com.
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Appendix F: Slides from Presentation - First Nations Health Data

in Northern Ontario
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What Is data?

What Is data?
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Appendix G: Select Slides from Presentation — Strength in

Numbers: Improving our Understanding of First Nations' Data
Sovereignty to Better Our Collective Health

Strengrih in Nu Negs:

Impeaing o Sesfertondog et st \ o' Doto
. jovereigniytol Our Colecive Heo'th

s

Situating myself
Welcome
Chi-miigweich
Fappy Interngational
W‘J:men's Day!

U g

0] bt

0 o M s

Overview

+ louct 00 10 INO0C! of 0AVINCng s n gy,

+ Dwlne sorrm bwy Weminasiogy,

« Touch on fhe Fistory of unethicol rssorch:

¢ Leam a B oot globol Faigenows Doto Sovereignty
Movervents;

+ Leam a bif abaut he Unfted Nofiors Dackraton on fe Bghty
of ndigoncus Pecpie:

*+ Leam o kit about dilfedent mechoniars used 10 asent
Indigenos Dale Oovemance:

* Lock ot gl e dormmwek for woring with naigena Dote
alices:

* Touch on e Imporance of daRa sovessgnty:

* How 10 OCWNCE aEINCT prodics Micugh dofe and

+ Hopehdy havwe some bn leaming cboul $e voatres of dola
and how Important uwnderntoncirg your rights in dato are,

As technology odvances

*+ The cemary ciens bk Lsing herd b coia & ol ancyerg e
amounts ot riamalon Con crecte e s of eacerce Hat &
nesded it con n hun, be wed lo krerage fundng ooporturries
32 2 resecich on hedth cnd Secth iythema, ot con in fan
Inkverce how hecth oolcy decaors e mode. und. idealy
A0 e # PO A s

+ DG cee 1ean 01 0m e of e wold s Inading cre it The potentcl
s ©f O 0N O bl sedbe i O MUt Ron Oclar busingss Qo
Ingencus NORant are amare of e, and Indgena Doss
Scvstegly movarmenh cr changng how dote o coleched,
managed owned thomed, dued ond cortoled

+ I Notant nieneek Lohaes, GNd Pecrtiag one e ndi %o ol
erocen Bal mohw Frad Nobom- denbied dotc.

Campdec hismatan 2
ond, seosce ceople
o Nabom

ata and orretion

INDIGENOUL DATA .
SOVIRMNANCE O GOy

FRITNATONS DATA
OO0 Oy T R0n 1y

FRAI RANONY DATS
ary fommct ot artech '

SOVEREGNTY

d nnouces Deos
and coememunitio

FIRST NATIONS DATA M
GOVEAMANCE 1D GO |

¥ thes e chions

153N & Ocinakee

by which

Mamow Ahyamowen Youth Engagement Session — Summary Report

40| Page



7. N LL"® I7T-A2
Mamow Ahyamowen

€ 3 ® PARTNERSHIP

- = e =y
History of Unethical Research =

e |t vt s & g

—- - e ——
Global Advancements in
Indigenous Data Sovereignty

T U

4 INGEGen oA Peoch G Gear e woiid howe inharent
colecive nghhy

Inigon ot Nghts cee recognized n e Uried Nobiors
Deciaction on the Pighs ol ndosncos Peccie
JUNOEE. 2007

Clotaly, Frlatsm am advencing 1hal ctser! ndoe i
Focpi riGhen et homw [naigenous Sotn ond suearch
e ceigred delred owned occemed ond
COMTded,

The UN Decloration on the Rignts of Indigenous Peopies

Artiche 3 =right 10 asl detecminchion
Aticie A= rght 10 entonoesy and sell. govermnment
Artiche § - 1y 1 meirfein ord dmnglhen dblisc! paitic o o ecanarrie woekd ardd
Gulturcl Ittubicn

- artiche 15 () = 7ight % cignity ond diversPy o cutuness YOStons Nitores ond oFatons
whch st be cpprapdctel; miscted n educatan ord public nlarnatan
Article 15 —rnight to In decizion-makdng in matie Ihal wedld cffect nghte . ond
1o develons rdgencus dacionmaidng aftutom
fehche |9~ Shalws shal... cban frew, pricr and indame d comaent beloe odosing and

v bk ivm o ack rmcw.rwe thal mery a¥ect them

Aticia 23 —righe to delerming ond develop prosties ard sratagier  ond 1o odminkster
Peogiam Pycush P con insttulent I porisitie
Aeticin 30— ngre fo maindain. confrel profect and develop nislectyual croperty
Artichs 13 = gt to defermine thav own identty of membentip, Sight to determine struciures
end elec! mewbenbip of thei raflufcm -

The Passing of the UN Resolution 61/295 UNDRIP

22
ap
peved
p. 200 2

+ The draffing of ihe UNDRF Dagan in 1934, There wire e
oin gt
The Fest versan wos cpproved by the UN Aortng Geoup on
incd genous Population: [WGEP| ond the SLb-Connmigsion on
Fe Frevertion of Dhosminason ond Protec fion of Mnciiies i
1594,
In 2008, 2 wwcanc venkon wos cenenched by e LN Haren
Rights Counch- desote profests Yom indgenous Natans [the
Souw Nason Trecty Councl who lauwched e work in 1934
The fincd verson ol e UNGRIP wa piased 14 2087 By Ihe LN
Gornred Antamesy, without the wppeed om Pe Indigenou
Freogies racieed In % crection

Bk B ot A e (13
o i S COMIY 1) 0 B AN A O 1 R

[P g o o vt s

oping the CARE Frincigles for Indigenous Date Govem :)"\:-:-I

Global Indigenous
Data Alliance

Mamow Ahyamowen Youth Engagement Session — Summary Report

41| Page



'

N LL"® I5[-A3
Mamow Ahyamowen

€ 3 ® PARTNERSHIP

= = =
. B
- . : = S
b Framework ; working with Indigenous Data at
o A Fast NOSORS' QUVENInG PENGIDies MDHGENOUS DAL AT ICES INCLUDE .
1hat Faghighne how data shoukd be
coilecied profeched. ed, slored ond
shormd,
+ FNMIGC ofers ecucaton od hoining
OppCtunitas that reipect Find Nason”
aulanomy ond gavenancs
+ Mary rethsons in Canado that houe o N i ek
lorge adminitratice data sets, such as Py om S o o ST
ICES are daleng greaer oo i emuaing [reeptinemnipi vt Py <
hast #wm colmclion of Fre Natom dale o) SRR eeriee. | ddephig
foliows ond respects the OTAPS —
pEnciples
q L Oewen cen 21 casascee-OiS L s o l'chvnl-'-'-nu'lg;u*v'wl' q

The Impertance of Indigenous Data Sovereignty

InCAgencu coia Koverwgnty rerirces e geh of Idigenou
FrcCm 10 #NCODe it G CROR-NaNg N DCCaMaCe 44
NS08 novs volves ond sofiestive Nteuit

T dgit 10 Crecie walue KoM NCigen tul ST in ways that ore
GRAN DS I NG 0T WD viewn Cd reaion ciaitrites
W 10 AT G 6 S5O0 My

Tre CARE Prropies 0m peoshe ond pupsse cewled
1o cng re Wb 1 0010 1N D0WONCING NIOG s
S0 0N Wl on- o ety aekting

FAN pencpien ord encowogng cpen ond ot dofa posbie
MR 1D GONESe! DOT COONH ONd PATOe N INes >
Doy end v *» The cpen adoplion of ndigencu dols and rmecarch gorerence modeh of
rsitutond leves 90ud Do edastive, nof p ~ ive. not o
“ lead o st nabie and eevart outcomes b ond by Indigencu Nolicons. -

el

How to Advance Distinct Indigenous Priorities?

v Codo end resecarch paotes muad reliect the chiliact ights and infereshs of Indgenos
Feopies. I Conada. that means ocknosiadging e divenity of lnguoges. culures,
Yodliont, and wiys of brvowirg ond dong o diverse Fisd Nafom, bul, ard s,

 Reseorch shousd be ndigenovs-led ord desioned 1o odvonc e Indigenus defined
rgrts and nteasls (o concepion)

* Resanch appeoaches Need %0 honawr Yodktona ond nherent ogreevent. Yecties.
comeitments. and relatorabios- o5 defined by Natons,

= Appropsiale Indgenous puidonce ond Bodenhio thoud be infegrofed al =eery point
of the deciEcn-making CIoo e

» Cobabombom and consiichionrs mut be - that evch des beireg mendiud ol
PEIAGE contents that hore ed 1o some Hotions and diverse Naigenows pecpie
Dy T out of Je0ir-Madng proceme. Fed oy 1O nvehe e mos! wioe

What can you do?

S5y Ievclved in decussons GEou! your Notions” dotor

* Nevet 1100 learing:

+ Grow your undenstoncing of whar acfa cre and haw ey haee
hiatarizaly been uied agaimd w o find Nafices, ond urdenford
ol hislory ok b repeal itel

» So rwcdy, NEVER dop learreng

+ Ga1 more involaed in dkossions anout your Natons” dotol

* In ceder o de realy good data mwearch and enalyai that has the
potentiol to make change.  participale in comversations oround
hew you sthcud be idecified In dala, whet dato thoud be
colecied ond what sorts of retecrch are needked

» Shength in numben i not sboul “daka - # 1 about the norber of

o wha are wilng to decolonize how ihey hink oot ond

ute “dote’.

Inckpenans D2 Scmreignyy 2906

Ths Stete of Qoon Dine, 2019

Good Dusa, 2019

Ircheengn Deta Soverengry s Poiy, 2000

Mamow Ahyamowen Youth Engagement Session — Summary Report

42| Page



[ ]
L N LL"° I5T-A2
Mamow Ahyamowen
PARTNERSHIP

8

. )

INFORMATION, DATA, AND RESEARCH ABOUT OUR PECPLES
—COLLECTED ABOUT US, WITH US, OR BY US—
BELONG TO US AND MUST BE CARED FOR 8Y US,

- LZ LA QUEN NAAY KAT SAAS MEDICINE CROW

FORMYNEOME vk M)

Darg Team Crar. KORN Concoa
Sho1 Sorvn| ICES Cantvad

' B e

¢

[ L ——

Mamow Ahyamowen Youth Engagement Session — Summary Report

43| Page



