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A Sheldon Tobe Clinical and Research Activities

A Tiveperiod | Actvities

1992 to present Nephrologist Sunnybrook HSC Toronto

1990’S Dialysis Research

2000 to present Participated in and Led Canadian Clinical
Practice Guidelines groups

2000-2010 DREAM studies in the Battlefords Sask.

2008 to 2014 AHMP with HSF - Ontario

2011 to present DREAM Global study Canada and Tanzania

2013 to present HSF Chair Aboriginal and Rural Health
Research at NOSM
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Objectives

» Describe the goals of the NOSM/HSF Chair in
Aboriginal and Rural Health Research with
respect to research with Indigenous communities

* List some of the barriers, challenges, and
potential pitfalls of promoting more research
activities between NOSM and the communities

* Describe some of the early outcomes and
experiences resulting from efforts to achieve the

research goals



NOSM Mission Statement
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Abstract

Background: The Northern Ontario School of Medicine (NOSM) has a social accountability mandate to contribute to improving
the health of the people and communities of Northern Ontario. NOSM recruits students from Northern Ontario or similar

backgrounds and provides Distributed Community Engaged Learning in over 70 clinical and community settings located in the
region, a vast underserved rural part of Canada.



Goal

 Assist Indigenous communities wanting to do
health research

- a




Goal

 Link communities that would like research
assistance with students or trainees paired
with an experienced NOSM researcher




How to do Research?
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Steps to Conducting Health Research - 1

Define the question that needs an answer
Review the Literature

Explain why the research is important
Develop a way to answer the question

Create a single hypothesis to test, or a chain of
hypotheses

Research Design: Figure out how to test whether your
hypotheses are true, develop a protocol and apply for
research ethics

Run a pilot study and collect early data
Does it make sense? If so, refine and apply for funding
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Steps to Conducting Health Research - 2

Redefine the question
Re-Review the Literature
Ensure that the community still wants the research

Review your methods, develop a protocol and re-apply for
research ethics

Run the larger study and collect the data

Verify Data

Analyze and interpret the data

Report the results to your peers for review and revision

Communicating the research findings and, possibly create
recommendations

. Share the new information with participants and seek their

understanding of what it means and what is needed next



Steps to Conducting Health Research

1. Define the question that needs an answer

2. Review the Literature
3. Explain why the research is important

4.Develop a way to answer the
guestion
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Steps to Conducting Health Research

Define the question that needs an answer
Review the Literature
Explain why the research is important

. Develop a way to answer the question
(BP lowering)

. Who should we study?

How will we measure it?

When will the measurement be taken?
. How will we lower the BP?
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Steps to Conducting Health Research

1.

Define the question that needs an answer
Review the Literature
Explain why the research is important

Develop a way to answer the question (BP lowering)

Who should we study?
Everyone or certain individuals?

2. How will we measure it?

Is the method validated? Affordable? Approved?

3. When will the measurement be taken?

Relationship to other therapy, adherence?

4. How will we lower the BP?

Is the therapy safe? Effective? Affordable? Approved?



The DREAM Story

D.R.E.A.M. 1 -1998 - The Battlefords Saskatchewan
[C)(l)\/lmmunity wide screening of hypertension and

D.R.E.A.M. 2 1999-2000.
Ehysmlan BP protocol with Nurse follow up
visits
D.R.E.A.M. 3 2001-04. (CIHR grant 2001)

Nurse administered medication algorithm for BP
D.R.E.A.M. Follow-up 2003-05

Follow up BP 2 years after D.R.E.AM.
D.R.E.A.M.-Tel 2006-2008
BlueTooth glucometers, insulin initiation in community
DREAM GLOBAL CIHR 2012 + (Grant received 2012)

hisasibi, Eel River Bar, M'Chigeeng, Wikweminkong.AOK,
Seshegwaning.




Chronic Health Condition

Demographics of Hypertension

High blood pressure

Arthritis

Allergies

Diabetes

Chronic back pain

Asthma

Stomach and intestinal problems
Hearing impairment

Heart disease

Thyroid problems

Cataracts

Rheumatism

Learning disability

Chronic bronchitis

Blindness or vision problems
Osteoporosis

Psychological or nervous disorder
Cancer

Tuberculosis

Effects of stroke (or brain hemorrage)

Glaucoma

Liver disease (exduding hepatitis)
Cognitve or mental disability
ADD or ADHD

Epilepsy

Hepatitis

Emphysema

HIV-AIDS
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Percentage of FN Adults
The First Nations Information Governance Centre, First Nations Regional Health Survey (RHS) Phase 2
(2008/10) National Report on Adults, Youth and Children Living in First Nations Communities. (Ottawa: The
First Nations Information Governance Centre, June 2012



The Burden of Hypertension
Blood Pressure and Risk of Stroke Mortality
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Benefits of Treating Hypertension

* Younger than 60 (reducing BP 10/5-6 mmHg)

* reduces the risk of stroke by 42%
* reduces the risk of coronary event by 14%

 Older than 60 (reducing BP 15/6 mmHg)

 reduces overall mortality by 15%
 reduces cardiovascular mortality by 36%
 reduces incidence of stroke by 35%
 reduces coronary artery disease by 18%



Canadian Hypertension Education
‘%'ﬂ‘ogram (CHEP) Concept development

* Poor hypertension control in Canada relative to
United States lead in the late 1990s to extensive
discussions on how to improve blood pressure
control

 CHEP in 2000 a more rigorous annually updated
recommendations program

* An evolving and extensive knowledge
dissemination program

In 2003, a formal outcomes program added

2016



Changes in Management of Hypertension

In Canada
CHHS 1985-1992 CHMS 2007/8

Canada

Il Treated and controlled BN Treated not Controlled
0 Aware Not Treated Il Not Aware

13 17




Improvements in BP control are associated
with improvements in outcomes

DEATH

A Stroke B Heart Failure C Acute Myocardial Infarction
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IS THE RESEARCHER READY??

Understanding Canada’s colonial history and its impact
on Indigenous communities

 Knowledgeable about the community and its history

Appreciating the diversity among and within
Indigenous communities

Previous experiences of the researcher working with
Indigenous communities

Willing to work with community stakeholders in deciding
the research questions and methodology

Prepared for lengthy timeframes
Silence and humour
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Government Gouvernement 1.1
I*I of Canada  du Canada Canada

TCPS 2: CORE

Module 9:
> . .
Research Involving First Nations, Fanel on Research Ethics

Inuit & Métis Peoples of Canada www.pre.ethics.gc.ca
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Why research Is important

 Direct benefits
— Brings funds to the community - jobs
— Research capacity development
— Increased HCP knowledge
— Increased community knowledge
— More homogenous practice
— Precision medicine future
— Sandy Lake

e Indirect benefits

— More highly motivated staff

— Brings together groups of HCPs that might not have
communicated together before



frontiers in ORIGINAL RESEARCH ARTICLE =~ =

blizhed: 12 Movember 20032 E
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Sandy Lake Health and Diabetes Project: a
community-based intervention targeting type 2 diabetes
and its risk factors in a First Nations community

Kara E. Kakekagumick’, Mariam Nagshbandi Hayward’, Stewart B. Harris’, Brit Saksvig?, Joel Gittelsohn?,
Gary Manokeesic?, Starsky Goodman® and Anthony J. Hanley®*
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* Center for Humaen Mutntion snd Johns Hoplidns Globe! Center of ChildRood Ghesity, Departrment of Internationsl Aesith, John Hoplins Blbomberng School of Public
Heafth, Eaftimors, M LAA

4 Szndv Leke Heahth snd Dishetes Progrem, Sandy Leke Rrat Nator, OGN, Canads

£ Departrments of Mutritiona! Scisnces and Medicine and Dzllz Lane School of Public Health, Feculty of Madicineg, University of Torormto, Toronto, ON, Canads



SLHDP

zies toward diabetes prevention. The most successful components
of the intevention have been the school-based diabetes prevention
program, the diabetes radio show, the Northern store initiatives,
and diabetes prevention programing within the community. The
successes of the SLHDP can be attributed to multi-institutional
strategies, adaptability, suitability, and community participation
and ownership. Aspects of the SLHDP intervention strategy have



Precision Medicine

A medical model that proposes the customization of healthcare, with medical
decisions, practices, and/or products being tailored to the individual
patient.US $215,000,000 in 2016




OCAP

Ownership
Control
Access
Possession



OCAP: Control Issues

 All publications, Abstracts, manuscripts etc
must have been reviewed by the community
and go-ahead received

e All media releases must involve the
community
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AcCCesS:

 First Nations must have access to information
and data about themselves and their
communities, regardless of where it is
currently held. The principle also refers to the
right of First Nations communities and
organizations to manage and make decisions
regarding access to their collective
Information. This may be achieved, in practice,
through standardized, formal protocols.

http://www.naho.ca/documents/fnc/english/FNC_OCAPCriticalAnalysis.pdf



OCAP Access

« KT materials developed for community
including ongoing briefings about progress
and results

« Communities often comment that they never
hear back from the researchers



OCAP Access

« KT materials developed for community
including ongoing briefings about progress
and results

o Communities often comment that they ne Eg
hear back from the researchers e, é'




OCAP Access

P ou should have put. &

It in your budget!!!

e KT materials de
Including ongc
and results

e Communities often comment that they ne
hear back from the researchers

A Coan Shock Pholo - capdi



Possession:

 While ownership identifies the relationship
between a people and their information In
principle, possession or stewardship is more
concrete. It refers to the physical control of
data. Possession Is a mechanism by which
ownership can be asserted and protected.



OCAP Possession

At the end of the study, the data Is given back
to the community



ANISHINAABEK VALUES &
TRI-COUNCIL POLICY STATEMENT

 The Guidelines for Ethical Aboriginal Research are
based on Anishinaabek values specifically the Seven
Grandfather Teachings: respect, wisdom, love, honesty,
humility, truth and bravery.

 Tri-Council Policy Statement:

respect for human dignity,

respect for free and informed consent,
respect for vulnerable persons,

respect for privacy and confidentiality,
respect for justice and inclusiveness,
balancing harms and benefits,
minimizing harm and maximizing benefit.



Participatory Research

Social Accountability

Capacity development

Continuous communication and feedback
Helping make people better
Sustainability

Publication with consent of community
Data Is returned to the community



Questions to have ready for a presentation to Band Council for a Proposed
Research Study
In addition to the usual protocol and ethics approvals.

1. What is the plan for frequency of contact with participants.

2. What is the recruitment plan?

3. What is the appropriate age for participation?

4. What training will be provided for participants not familiar with the study?

5. Is the staff in the community willing to do the extra work required for the study?

6. What are the plans to release information about the study, for example abstracts, papers?
7. Will the communities be identified in publications?

8. Who will own the study data?

9. Will the communities be painted in a bad light with respect to study results?

10. Where will the study data be stored?

11. Please describe the plans for publication.

12. What other communities will be engaged to participate?

13. will participants be able to arrange appointments for follow up with their doctors or NP when needed?
14. Will there be potential for participants to have their other health issues addressed?

15. Will it be possible to enrol children up to the age of 18?
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Calls to Action #19

We call upon the federal government, in consultation
with Aboriginal peoples, to establish measurable goals to
Identify and close the gaps in health outcomes between
Aboriginal and non-Aboriginal communities, and to

publish annual progress reports and assess long term
trends.

Such efforts would focus on indicators such as: infant
mortality, maternal health, suicide, mental health,
addictions, life expectancy, birth rates, infant and child
health issues, chronic diseases, illness and injury

Incidence, and the availability of appropriate health
services.



Exercise

Think about health research with Indigenous
communities

Think about the Indigenous Gathering’s
sessions yesterday and today

On

NC
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sticky pads, write a few words describing

now you feel about health research with

Igenous Communities
ney are positive, stick them on the right

, If negative, stick them on the left wall



as my patient at Sunnybrook HSC?
Geography

Isolation

Lack of specialists

Rapid turnover of primary care MD
Social Determinants

N\ B o

Barriers to Receiving Care

Can't get to MD office, pharmacy
MD — patient communication keg
Trust factors LD

Community experiences (ie what happened when neighbor starte
insulin

Q 2s




Research Readiness Engagement and Assessment of Community

&
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Health Care - Domains

Community Profile

Leadership

Community programs and activities
Community knowledge of these activities

Knowledge and health literacy about the
specific problem

Health Services Landscape
Research Readiness

Maar M. Implementation Science 2015



Participatory Research

Social Accountability

Capacity development

Continuous communication and feedback
Helping make people better
Sustainability

Publication with consent of community
Data Is returned to the community
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S Dream Global Study

Through working collaboratively with First Nations
participants and health care providers, Dream
Global aims to test the use of SMS for better BP
control among First Nations. Supporting the existing
health care system.

SMS (short messaging service) texts have been used
In studies for management of chronic diseases, blood
pressure, weight loss, asthma, and HIV in developing
countries with a wide range Iin effectiver g
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Hypertension
Management
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Health
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Were the messages you received clear enough? Did they make
sense to you?

Were there any that you did not like or did not understand?
Which should be improved? Did they fit with the culture in your
community?

Was the timing and frequency of messages okay for you?
Please explain.

Can you tell me about your experience with the phone?
Did you experience any issues with the phone? For what else
did you use the phone? Was the technology easy enough?

Did you have any concerns about receiving health messages on
your phone?

What did you like best about receiving text messages?

What did you like least about receiving text messages?

Would you recommend participating in this program to a friend
or relative with hypertension?
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1. Were the messages you received clear enough? Did they make sense to

you?

Were there any that you did not like or did not understand? Which should be
improved? Did they fit with the culture in your community?

Participant 1

Participant 2

Participant 3

1 Yes, the messages all
made sense to me and
they were culturally
relevant to our
community.

Yes, | liked all of the
messages, and | was
satisfied that they fitted
our community

Yes, They made sense to
me. Some were too
repetitive though.




2. Was the timing and frequency of messages okay for you?
Please explain

Participant 1

Participant 2

Participant 3

Yes, fine with me

Yes, but | also think
more often would have
been okay with me.

Yes, It was okay. They got
my attention. Some were
motivating.




nFeedback

3. Can you tell me about your experience with the phone?
Did you experience any issues with the phone? For what else did
you use the phone? Was the technology easy enough?

Participant 1

Participant 2

Participant 3

Flip phone was alright.

No problems, but |
prefer my own phone.
The messages would
not come to my
personal phone so |
used the flip for
messages.

| used my personal
phone and | had no
issues.

| used my own phone and
had no difficulty with
receiving messages.




.

4. Did you have any concerns about receiving health messages on
your phone?

Participant 1 Participant 2 Participant 3
4 No privacy concerns | also received the No privacy concerns.
getting messages messages while | was in

the hospital and it was
no problem.
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5. What did you like best about receiving text messages?

Participant 1

Participant 2

Participant 3

Nothing special

Very informative

| felt like somebody cared
about my health. The
messages were good
reminders and were
motivating.
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6. What did you like least about receiving text messages?

Participant 1

Participant 2

Participant 3

Least, no problems.

No flaws

Some were repetitive and
| would have liked some
new messages with
information | didn't
already know.




Post Participation Feedb
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7. Would you recommend participating in this program
to a friend or relative with hypertension?

Participant 1

Participant 2

Participant 3

Yes, keeps a check on
your blood pressure
and talks about your
health. | didn't see the
doctor more often.

Yes, | found them helpful
after my heart attack
especially with the ideas
and support.

Yes, Promotes awareness
of good health. Keeps you
on track. Enjoyed being a
participant. Makes you
feel special. Promotes
health. Biggest change |
made was to stop
drinking diet pop
everyday. | feel so much
better now that | am off it
altogether.
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100

First 2 months Next 3 months Month 5-8 Last 4 months

BP - CommunityCParficipants

—1

—2

Blood pressure readings are delivered to the participant’s cell phone and

to their Health Care Practitioner and DG Server.
Each data point is the average of three readings sent to the server.
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Close Out: Next Steps

Blood pressure awareness posters?

Community interest in sustaining the
DREAM GLOBAL platform?

Central Servers: Health Canada
Community Champion?
Text Messages:

Expand beyond hypertension — Diabetes?
Pregnancy well woman health? Mental

health?

Ongoing evaluations?




The purpose of the Community Engagement
Through Research program

e Match communities interested in asking
research questions which can be answered
using local and ICES data with medical
students and medical graduate trainees
supervised by experts

Community Engagement Through Research




CETR

NOSM researchers will work closely with the ethics committees to
ensure all the appropriate details have been completed.

The student is expected to write up the results of the research after
presenting the data to the community and ensuring that the
community is comfortable with the data and the messages that
arise from it.

Community members will be invited to be co-authors if there is
Interest.

Community approval for KT tools such as posters to hang in the
band hall, newspaper stories

The communities are always in control of the data under the
principles of Ownership, Control, Access, and Possession (OCAP).

Funded for 3 years by HSF for summer student awards



CETR

— Toth/Roy

— M’Chigeeng

— 2014

— 2015

— Anthropomorphic data

— See Meagan Roy: Childhood Obesity and
overweight rates in M’Chigeeng First Nations: Five
year trend 16:15-16:30 today



CETR

e Poster 18 — Chris Olivier

» Experiences of Aboriginal patients who must
relocate to Sioux Lookout for hemodialysis
services



CETR

e Clare Burrows
e Poster 8

* The medical student research guide to chart
review: challenges and pearls for designing a
study that involves the secondary use of
Aboriginal patient data



CETR

e Krista Dowhos: Continue Sioux Lookout
project with SLFNHA



CETR

— Oksana Motalo
— Abstract 16

— Understanding Aboriginal peoples experience of
post study knowledge translation: the story of a
First Nation community in Northern Ontario
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