Université d’'Ottawa University of Ottawa

COMMUNITY ENGAGEMENT:
Lessons learned from Tuberculosis research

IDEAS Workshop Tuesday March 25, 2025

Alice Zwerling
Associate Professor
School of Epidemiology & Public Health

uOttawa




Université d’'Ottawa University of Ottawa

1.25 MILLION

Tuberculosis is the 161000

® : TB is also the leading cause of
deaths among people with HIV
and a major contributor to deaths
associated with antimicrobial
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“The preference for use of the term global health where
international health might previously have been used runs
parallel to a shift in philosophy and attitude that
emphasizes the mutuality of real partnership, a pooling of
experience and knowledge, and a two-way flow between
developed and developing countries. Global health thus
uses the resources, knowledge, and experience of diverse
societies to address health challenges throughout the
world.”

- Koplan, 2009

Koplan JP et al. Towards a common definition of global health. Lancet 2009; 373: 1993-95



Lack of diversity,
equity & inclusion

White supremacy

i & saviorism

“Global health is a discipline that holds within
itself a deep contradiction—global health was
birthed in supremacy, but its mission is to
reduce or eliminate inequities globally”
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Why bother with community engagement?

To end TB, meaningful community
engagement is necessary to acknowledge
the strengths and aspirations of affected
communities, such as people with

TB and TB survivors. Harnessing the

experiences, skills and insights of affected
communities allows better tailoring of
programmes and interventions, making
them more community-centred and
context-specific.

WHO Civil Society Task Force on TB




Guidance on engagement
of communities and

civil society to end
tuberculosis

7@ World Health
™ Organization
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“Meaningful community and civil
society engagement to end TB requires
that people affected by TB are equal
partners in the TB response, with

ministries of health and their NTPs. As
equal partners, community members
are empowered as experts on local
needs and priorities."

WHO 2023
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Meaningful engagement is based on
understanding that communities are
not just mere recipients of care but are

valuable partners in the TB response.
All decision-making mechanisms must
include an informed member of the
community to bring lived experience
and ground realities to the table.

WHO Civil Society Task Force on TB




What does

meaningful

engagement
look like?

Fig. 4. Levels of community engagement

Communities have :
access to information :
(e.g. TB programme :
data) and are :
informed of updates :
and changes :

.....

Communities -
areinvited to :
consultations to :
commenton key :
documents, including :
national strategic :
plans :

Health systems work -
with communitiesto :
ensure that priorities :
and concerns are :
reflected in solutions :
and to involve them :
on health committees :

Health systems co- :
develop innovations
and solutions, :
including service :
delivery, with :
community partners :

Collaborate

First step

Starting with listening to and learning from communities

Source: Adapted from WHO (2)

as context specific experts

Health systems
implement
community solutions;
communities are
empowered to
advocate for change
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Closing TB GAPS- for people living
with HIV: TB Guidance for Adaptable
Participant-Centered Service

Baylor
College of
Medicine

Closing -TB GAPS - for people living with HIV: TB Guidance for Adaptable Participant-Centered Service




LIvE] 13:01

MINISTRY OF HEALTH, BAYLOR, CDC PARTNER TO FIND J

> EswatiniTV @ www.swazitv.co.sz f EswatiniTV
P 10 6,000 0600 UGANDAN SH NGS (31830

i MINISTRY OF HEALTH, BAYLOR, CDC PARTNER TO FIND TB GAPS
e &« z > EswaliiTV @ wwwswazitvco.sz  f EswatiniTV :

= Play (k)

TREMISM IN SUB-SAHARAN AFRICA — UNDP | MALAWI STATE LOSES ANTI-CORRUPTION CHIEF
> Pl ) 251/1857 «© @ O"“ EI | E.‘ :]

Photo credit: S Shrestha & Baylor Uganda COE




Aim 4: Sustain Advances

* Set up ECHO Hub

e Support dissemination
and promote uptake of
evidence based best

oractices targeting CDC

oriority countries.

Tanzania

* Focus on HIV Network
countries engaged in the
TB GAPS project

Eswatini
Lesotho



Aim 4: HIV Network provides the perfect

framework for a Child TB/HIV Echo Hub

ECHO is all
teach, all learn Al

TB GAPS Echo
Hub and TB/HIV
Resource Site and

Algeria ;
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Clinical Expert weSlers
ahara
Team
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Senegal Chad Sudan Eritrea
Interactive Gambia Burkina Faso
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Zimbabwe) Mozambique Madagascar

Collaborative
problem solving
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Approach Why Echo? Child TB/HIV Focus




North

'She was my only girl: Nunavut teen's death sheds
light on failures in fighting TB

Despite territory's high rate of tuberculosis, Ileen Kooneeliusie was not diagnosed in
time to save her life

v&: Nick Murray, CBC - CBC News : Posted: Mar 23, 2017 5:00 AM EDT | Last Updated: March 23,2017
P

Matthew Kilabuk, left, and Geela Kooneeliusie visit their daughter's grave outside of Qikigtarjuaqg, Nunavut.

NEWS

@CBC

Top Stories Local Climate World Canada Politics Indigenous

North

Major effort underway to fight tuberculosis
outbreak in Qikiqtarjuaq, Nunavut

The number of active tuberculosis cases in the territory nearly doubled from 2016 to
2017

Sara Frizzell, Kieran Qudshoorn - CBC News - Posted: Jan 29, 2018 4:00 AM EST | Last Updated: January 29, 2018
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An emergency medical team is setting up in Qikigtarjuag, Nunavut, to screen for tuberculosis. The number of
active tuberculosis cases in the territory nearly doubled from 2016 to 2017. (Nick Murray/CBC)



Community wide screening in Nunavut

||_|I_I!L_|!,
 Community feasts (2)

‘ (i « Community meeting with clinic

e Q&A session on radio and
continual PSAs

 Community leaders & champions
(e.g. mayor)

* Messages on community
Facebook page

* Appointment cards sent out to
each person/household

* Incentives for screening

* High motivation already in
community to address TB

e Access to medical care

* |nuktitut speaking staff and
messaging

Photo credit: A Shertzer and M Patterson



Opportunities for tuberculosis elimination in the Canadian
Arctic: cost-effectiveness of community-wide screening in a
remote Arctic community

Alice Zwerling,*™ Edwina Veerasingam,” Ellen Snyder," Andrea Schertzer,” Keith Travers, Carolyn Pim,” Chris Pease,” Sandy Finn? Linette McElroy,f
Jean Allen, Mike Patterson,® and Gonzalo G. Alvarez*

School of Epidemiology and Public Health, University of Ottawa, Ottawa, Canada
BCanadian Public Health Service, Public Health Agency of Canada, Ottawa, Canada

“Centre de Recherche en Médecine Psychosociale du CISSS de I'Outaouais, Outaouais, Canada
dDepartment of Health, Government of Nunavut, Iqaluit, Canada

®Department of Medicine, The Ottawa Hospital, Ottawa, Canada

Nunavut Tunngavik Inc., Igaluit, Canada

Summary
Background In response to a tuberculosis (TB) outbreak in the remote community of Qikigtarjuaq Nunavut, Canada,
community leaders and the territorial government initiated community-wide screening (CWS) for tuberculosis, an

ll () [ l ;_] W ;] expensive undertaking given the high cost of providing medical services in the Canadian arctic. Our study aim

TaiMA

was to assess the cost-effectiveness of the Qikigtarjuaq CWS.

Methods We developed a hybrid decision analysis and Markov model to replicate the experience and extrapolate CWS

outcomes over a 20-vear time horizon. Following a hvpothetical cohort with patient characteristics reflectine the

Naluyunakhiyutit TBkaktutit - ihivgiuktaulutit, Munagiyaulutit.
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'ou may not know you have TB - get tested, get treated before you get sick

Vous ne savez peut-etre pas que vous avez la tuberculose. Faites-vous tester, faites vous traiter avant d’etre malade.

l.)

Check for
updates

The Lancet Regional
Health - Americas
2024;40: 100916
Published Online xxx
https://doi.org/10.
1016/j.lana.2024.
100916
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PERSPECTIVES | THE ART OF MEDICINE | VOLUME 396, ISSUE 10263, P1627-1628, NOVEMBER 21, 2020

Will global health survive its decolonisation?

Seye Abimbola « Madhukar Pai &

Published: November 21,2020 - DOI: https://doi.org/10.1016/S0140-6736(20)32417-X

“In this imagined future, global health practitioners in HICs and
those who are otherwise privileged, have embraced an
appropriately modest view of their importance, and mastered the
art of critical allyship, where they see their primary role as allies
and enablers rather than leaders.”

https://www.thelancet.com/journals/lancet/article/P11S0140-6736(20)32417-X/fulltext?dgcid=raven_jbs_etoc_email#.X8FyyWOPX2M.twitter



Change begins with the individual and ends with institutions

OO

Question 1: “Decolonizing ourselves”: What :
change do we want to see among ourselves?

Question 2: “Decolonizing institutions &
systems”: What change do we want to see in
our institutions & funders?

Tokenism? Let’s strive for true and authentic inclusion
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Meaningful engagement requires
intentional,:deliberateactions. It must
be costediand beincluded.fromplanning
throughout the national TB pregramme

cycle, including monitoring and evaluation.
Clear articulation of how this is envisaged
will be key.

WHO Civil Society Task Force on TB

THANK YOU

azwerlin@uottawa.ca
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Extra slides



Key findings:

® commendable progress in community engagement, as evidenced by the number of countries reporting
community contributions to TB notification, successful treatment of people who received community
support for adherence to treatment, and the number of health centres that engaged communities in
referring people with TB symptoms
Challenges:
® lack of a sustainable, systemic approach to community engagement;
® insufficientinvestmentin community system development;
® major focus on service delivery;
® weak institutional and managerial capacity of community networks and community organizations; and
® insufficient indicators to track community engagement beyond service delivery and insufficient use of
community-related data for programme planning.
Way forward:
® sustainable system approach to community engagement aligned with global health priorities based on
the PHC framework for universal health coverage;
® an enabling environment, including sustainable financing for community engagement;
® definition of meaningful engagement with the full spectrum of community engagement;
® capacity-building in communities and civil society for meaningful engagement to end TB; and
® indicators to track meaningful engagement of civil society and communities beyond service delivery.
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