@ Simultaneous translation from English into Spanish, Portuguese and French.
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Housekeeping

® This workshop is being recorded and will be shared on Al4GH knowledge hub.

® It will be held in English and simultaneous translation will be provided into Spanish,
Portuguese and French.

® In the toolbar, click on Interpretation function and select your desired language input.

® Please use the Chat function for introductions and to report any technical issues.

Please use the Q&A function to post your questions and comments. e

Original Audio (Interpretation off)

v @ English
@ Portuguese

Q Spanish

Mute Original Audio

® ¢ 6

English Raise Hand Apps




Day 1: Understanding
Community Engagement:
The Foundations



Panel and agenda

Welcome from chair

Dr. Bryain Maradiaga-Mendoza - Coordinator, Al for Global Health Project, LAC
Region, The Global Health Network, University of Oxford, Honduras

Overview of Community Engagement in Global Health Research

Dr. Alun Davies - Lead, MESH Community Engagement Network, The Global Health
Network, University of Oxford, UK

Ethics of health research with artificial intelligence

Dr. Manuel Colomé-Hidalgo - Principal at Instituto de Investigacion en Salud
Universidad Auténoma de Santo Domingo, Dominican Republic

Stakeholder analysis and mapping

Luis Felipe Arias - ETIKOS-The Global Health Network, University of Oxford,
Dominican Republic



Learning objectives

1. Participants will understand community engagement's fundamental principles and
importance in health research.

2. Participants will identify practical considerations and challenges in integrating Al
into community engagement efforts.

3. Participants will be able to effectively identify and prioritize critical stakeholders in
health research projects, utilizing stakeholder mapping techniques to develop
comprehensive strategies for engagement and collaboration.

4. Participants will learn practical strategies for engaging communities in health

research and decision-making processes.



Registered interest for today’s workshop
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24
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17
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Empowering Communities - Innovative Approaches to Al Health Research
and Engagement

Count "
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Overview of Community
Engagement in Global Health
Research

Dr. Alun Davies

Lead, MESH Community Engagement Network, The Global Health
Network, University of Oxford, UK



community engagement network
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Empowering Communities - Innovative Approaches to Al
Health Research and Engagement

Public, community and stakeholder engagement and

involvement in global health research

Alun Davies
215t May 2024
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—— community engagement network

“Community engagement is not just a part of global
health research; it's its heart and soul. It ensures that
our efforts are not only scientifically sound but also
socially relevant and culturally sensitive.”

Dr. Tedros Adhanom Ghebreyesus,
Director-General of WHO, 2023




Engagement increasingly demanded by
research funders

“NIHR champions community engagement and involvement (CEI) as a core principle of its global

health research portfolio, alongside equitable partnerships and local research capacity
strengthening. All applicants for NIHR global health research funding are required to plan for and

undertake active and participatory CEl.” nihr.ac.uk

Wellcome Fellowship Application Form

How have patients, patient advocacy groups or communities been involved in developing the

clinical aspects of this proposal?
(300 words max.)



https://www.nihr.ac.uk/researchers/i-need-help-funding-my-research/tips-for-making-your-application/community-engagement-and-involvement
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Module 1: Understanding Community

Engagement and Involvement (CEIl)
in Health Research

e
g

NIHR | G cre eearen

Module 2: Justifying CEI, Considering
Stakeholders and Engaging
Policymakers

NIHR | L& care researen

Module 3: Ethical CEI

N I H R National Institute for
Health and Care Research

Module 5: Approaches and Methods

for CEI

N I H R National Institute for
Health and Care Research

Module 6: CEl Partnerships,
Relationships and Project Planning

N I H R National Institute for
Health and Care Research

Module 7: Evaluation of CEI

Module 4: Principles and Models for
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Robin Vincent

Alun Davies

Noni Mumba

Helen Latchem




community driven research

Stakeholder engagement

community engagement and involvement

B community engagement
D—h% . uotaedroTyaed TETOO0S ]
. = public engagement
E Good Participatory Practice
community involvement

Engaged research
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What is
community/public/stakeholder
engagement and involvement?

Contested terms
— ho universal
definitions




Who is the community?

People living in a specific geographical bt GAS
md. falsalzaman from Worcester MA; CCBY 2. 0

area?’ SAEhRUSR] <o lereativecommors org/csnses/by/2 0%, via Wikimedia
.. and from a specific religion?

.. and from a specific ethnicity

People with a common interest,
People sharing health conditions
People belong to several communities

PHOTO: AIDS 2016 TREATMENT ACCESS MARCH BY PAUL
KIDD
~ CCBY-NC-SA 2.0 DEED




Who are ‘the public’?

The Global population?

City, country or continent?
National health programme users?
TV and radio audiences?

People on the streets

Voters? Or taxpayers?

People in Grafton Street, Dublin by Mcdreamy



Who might stakeholders be?

Stakeholders

« Local community representative
« Non-Governmental Org leader
- Research Institute Director

- Women'’s group lead

- Hospital manager

- Health policy maker

- Local chief or mayor
- Minister of Health

Community Groups

Women's groups

School teachers

Young people Living with HIV
Community Based Orgs
Nurses

Youth groups

Research participants
Religious groups



Working definitions —from a
research point of view

« ‘Stakeholders’ are people who have an interest in,
or influence over, what research is done and how it
is done.

* The ‘community’ comprises the people who are

affected by the research, whether they take part in
the research or not. They may also be stakeholders.

* ‘The public’ are a broader group of people, which
the community and stakeholders are part of, who
may have a general interest in research and its role
in society.



What is ‘engagement’ and ‘involvement’

* NIHR

* Involvement - “An active partnership between patients,

carers and members of the public with researchers that
influences and shapes research”

« Engagement - “information and knowledge about
research is provided and disseminated”

» Other definitions

« Engagement - “inclusive participation that supports
mutual respect of values, strategies, and actions for
authentic partnership” (Ahmed et al 2010)

Contested
terms —no
universal
definitions




The spectrum of participation?

@ em:

INCREASING IMPACT ON THE DECISION

S Engagement:

2-way

communication L
communication

INFORM CONSULT INVOLVE COLLABORATE EMPOWER

Source: IAP2



What is community/public/stakeholder
Engagement and involvement?

* A range of activities « A range of terms

* Community meetings

* Radio interviews

¢ Community advisory boards community driven research

* Meeting health teams Stakeholder engagement

* Social media community engagement and involvement
* A range of goals n community engagement

* Raising public awareness Q_, totgedoTyred TETo0S
* Assessing acceptability . pUbllC engagement
¢ Community input into research design, E Good Participatory Practice

implementation etc.

* Fostering trust and collaborative « o
partnerships Engaged research

* Creating a demand for policy change



Why engage? Possible goals of engagement

Understand
community
norms and views

<

Facilitate
community
input into
research
design

Promoting
understandin
g of research

|dentify and
address
ethical
issues

Assess/ensure
acceptability and
feasibility of
research

permission
and
community

Improve
communication
s and consent

NEICHELS

mprove

recruitment
and retention
rates

Build relationships,
trust and
partnership;
expressing respect

SHEIGCRUE
research
findings

~
-

Improve
healthcare

Support
young people
locally to take

up research
careers

Goals sourced from:

» Good Participatory Practice — AVAC
* Molyneux S, Bull S. et al. 2013

» UK standards for Public Involvement



Good Participatory Guidelines (GPP)- engagement
throughout the research lifetime

Before the research During the research After the research

Community |ldentify and Maintain
input into solve challenges and build
research during the partnerships

research




Selecting from a range of engagement

methods

 Community Advisory Boards
 Patient Advisory Group

* Laboratory open days

* Townhall/village meetings

e Radio or TV interview

* Social media posts

* Meeting hospital management group
* Nurses workshop

 Surveys and focus group discussions

Type of research

 Community-based
research

* Hospital-based clinical trial

* Hospital based staff

intervention study
Type of goal
* Input into study design/
implementation




Community-based study

« Community Advisory Boards Type of research
 Community-based

research

* Laboratory open days
* Townhall/village meetings
e Radio or TV interview

 Surveys and focus group discussions




Hospital-based clinical trial

 Patient Advisory Group

* Hospital-based clinical trial

e Radio or TV interview

* Meeting hospital management group
* Nurses workshop




Input into study design

 Community Advisory Boards
 Patient Advisory Group

* Meeting hospital management group

* Input into study design/
implementation




Deep or Wide CEI?

Forming longer-term relg@ Ve8RS TE =0 A g k)Y . Shorter encounters
Small outreach ...... combine both wide .. Greater outreach
More participatory ... .S and deep /.. Less participatory
More opportunities fo approaches aising public awareness
Limited representativenesSS@iisg . reater representativenes

r
Laboratory

open day
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Overview of Community
Engagement in Global Health
Research

Dr. Alun Davies

Lead, MESH Community Engagement Network, The Global Health
Network, University of Oxford, UK



Ethics of health research with
artificial intelligence

Dr. Manuel Colomé-Hidalgo

Principal of Health Research Institute Universidad Auténoma de
Santo Domingo



Ethics of health research with
artificial intelligence

Dr. Manuel Colomé-Hidalgo

Principal of Health Research Institute Universidad Autonoma de
Santo Domingo

INSTITUTO DE,
INVESTIGACION
EN SALUD
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" Ethics of health resechh :
with artificial intelligence

[ |
- Manuel Colomé, MD, PhD =

Director - Health Research Institute

Universidad Autonoma de Santo Domingo




TABLE OF CONTENTS

L]
*@ *@ /"
HEALTH ARTIFICIAL ETHICS AND
RESEARCH INTELLIGENCE REGULATION
Bioethics

Research for health Al for health



L]

HEALTH
Research




()1 HEALTH RESEARCH

o Research is indispensable to
solving public health challenges,
whether it is addressing the
diseases of poverty, responding
to the rise in chronic diseases, or
ensuring mothers have access to
safe childbirth practices.




()7 AREAS OF HEALTH RESEARCH u

e Measure the magnitude and distribution of the health problem.

e Understand the various causes or determinants of the problem, whether due to
biological, behavioral, social or environmental factors.

e Develop solutions or interventions that help prevent or mitigate the problem.
e Implementation or delivery of solutions through policies and programs.

e Evaluate the impact of these solutions on the level and distribution of the problem.



()7 HEALTH RESEARCH u

e Health research is the lynchpin of health systems that are
effective and efficient.

e To improve public health and understand the economics and
mechanics of health systems, a wide range of research methods i
are required. Sclentific

e There is a need for new knowledge to be applied and translated
into better health. EBP

Clinical Patient’s
H \
experience values



: . . []
Today, society expects decisions to be based on

the best available knowledge, but research
Initiatives are still not adequately organized or
O NENEL
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- 546 million

Of people use ChatGPT
in the world

AR




(J) ARTIFICIAL INTELLIGENCE

e Alis the ability of algorithms encoded in technological means to
learn from data in order to perform automated tasks without a
person explicitly programming each step of the process.

e The WHO recognizes that Al holds great promise for the practice
of public health and medicine.

e The ethical issues that Al entails for health systems and services
must be addressed.



() APPLICATIONS OF AITO HEALTH -

[]

MEDICINE ADMINISTRATION
Diagnosis and Assistance in
treatment logistics tasks

PUBLIC HEALTH

Promotion, prevention,
surveillance

RESEARCH

Drugs
development




(J) UNDERSTANDING THE PROBLEM

— IMPLICATIONS CONCERNS —

Rushing adoption of unproven Biased data, wrong answers,
systems could lead to errors by data without consent, post-
healthcare staff, cause harm to truth and not being able to
patients, erode trust in Al, and distinguish what is real from
thereby undermine (or delay) the what is unreal and security.
potential long-term benefits and
uses of such technologies.
Worldwide.

—u




ETHICS ?




()3 ETHICS AND REGULATION

o Ethics is the ability of algorithms encoded in
technological means to learn from data in order to
perform automated tasks without a person explicitly
programming each step of the process.

e The World Health Organization (WHO) that Al holds
great promise for the practice of public health and
medicine.

e The ethical problems that Al entails for health systems
and services must be addressed.



(J3 ETHICAL PRINCIPLES :

Distribution of benefits,

Involved individuals, burdens and the inclusion of
patients and participants diversity
RESPECT EQUITY
BENEFICENCE NON MALEFICENCE
& o Py o
AUTONOMY OBLIGATION JUSTICE PRUDENCE
Act for the benefit of Do not cause harm
patients and society in to participants or
general society



(J3 ETHICS, GOVERNANCE AND REGULATION OF AI °

L]

«Al holds great promise for
health, but also presents
significant challenges,
including unethical data
collection, cybersecurity
threats, and the rise of bias
and misinformation»

WWWWWWWWWWW

@t @) s —TEDROS ADHANOM




()3 ETHICAL PRINCIPLES: AI for Health —WHO .

“Protect human
autonomy “

—AUTONOMY

@

RO

“Promote responsibility
and accountability”

—RESPONSABILITY

“Promote the welfare and

safety of people and the
public interest”

—WELL-BEING

@,

“Ensure inclusivity and
equity”

—EQUITY

30
1\

“"Ensure transparency,
clarity and intelligibility”

—TRANSPARENCY

“Promote responsive and

sustainable Al”

—SUSTAINABILITY



o [
03 ETHICAL CHALLENGES IN HEALTH RESEARCH WITH AI

PRIVACY AND CONFIDENTIALITY =

Use of sensitive patient data in
algorithms

FAIRNESS AND ALGORITHMIC BIAS =

Algorithms trained with biases and
discriminatory decisions

INTERPRETABILITY AND EXPLAINABILITY F

Lack of transparency in algorithms
makes it difficult to understand decision

RESPONSIBILITY AND SUPERVISION =

Clear assignment of development
responsibilities
] P
]




(J3 STRATEGIES TO ADDRESS CHALLENGES

[l

Integration of ethical Involve in decision-making
principles from the to ensure and
beginning representation
ETHICAL DESIGN COMMUNITY PARTICIPATION
TRANSPARENCY ETHICAL EVALUATION
Discloses biases and Institutional
limitations and promoted review board

accountability



CONCLUSIONS

® ETHICAL PRINCIPLES

Include fundamental ethical principles and specific challenges in Al research.

B ADDRESS CHALLENGES

Importance of addressing these ethical challenges to ensure integrity, equity
and safety in health research.

B (ALLTO ACTION

Adopt robust ethical principles approaches in the development and
implementation of Al in healthcare.



"Artificial Intelligence will
change everything”

—BILL GATES




¢Any questions?

mcolomel17@uasd.edu.do
Twitter (X): manuel_colome

THANKS!
B » &

CREDITS: This presentation template was created by Slidesgo,
including icons by Flaticon, and infographics & images by Freepik

O



http://bit.ly/2Tynxth
http://bit.ly/2TyoMsr
http://bit.ly/2TtBDfr
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Watch the full workshop
on the Al4GH and mesh
knowledge hubs.

.
(& 1DRC-CRDI
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Stakeholder analysis and
mapping

Luis F. Arias

Investigator in training and research unit at ETIKOS, with interest in
implementing research and ethics. LAC coordinator for MESH, The
Global Health Network, University of Oxford, Dominican Republic



—— community engagement network

Presents

Luis Felipe Arias Soto

21th of May, 2024 4




What is Stakeholder mapping?

“Mapping stakeholders and bringing on board the most relevant actors at the start of
the research study is the first step in the engagement process. This will ensure that
your research questions are developed based on local priorities, context, and the
needs of the study beneficiaries.”
-RESPIRE, Stakeholder Engagement in Global Health
Research, 2023.
Considering:
e Stakeholders - people who influence what, how and whether research is done.
» Stakeholder mapping — Identifying possible stakeholders, their priority to engage
and the best way to do so.
 The community or community group - the people who are affected by the research,
whether they take part in it or not.



Good participatory practice

Guidelines for biomedical
HIV prevention trials
2011

@®UNADS:

Good Participatory Practice
Guidelines for TB Drug Trials
2012

Critical Path to
TB Drug Regimens

77

Y, World Health

7
Vi AL
NE#Y Organization

WHO R&D Blueprint

novel Coronavirus

Good Participatory Practice for COVID-19
clinical trials: a toolbox

© World Health Organization 2020. Al ights reserved.
The document may not be reviewed, abstracted, quoted, reproduced, fransmitted.
distributed, transated or adapted, in part or in whole, in any form or by any means
without the permission of the World Health Organization

The mention of specific companies or of certain manufacturers’ products does not
imply that they are endorsed or recommended by WHO in preference o others of a
similar nature that are not menfioned. Emors and omissions excepted, the names of
proprietary products are distinguished by inifial capital letters.

23 April 2020

. 3
o

TR
o

Good Participatory
Guidelines for

Clinical Trials

Good participatory practice guidelines for trials of
emerging (and re-emerging) pathogens
that are likely to cause severe outbreaks in the near
future and for which few or no medical
countermeasures exist
(GPP-EP)

Outcome d t of the Itative process

Prepared by Dr Catherine Hankins for the World Health Organization
December 2016

* Guidelines for community engagement to support

clinical trials in HIV, TB, Emerging Pathogens and

COVID-19



The range of stakeholders in GPP

* Global stakeholders

* National stakeholders

®* Broader stakeholders

®  Community stakeholders

®  Trial Participant

AVAC — GPP Guidelines for HIV prevention trials 2011



Multi-country COVID-19 vaccine trial in Africa and Latinoamerica

Global Stakeholders

Who were the
stakeholders?

Why were they
engaged?

Research leaders

International press

Adapting research
plans to local
context

Advocacy — public
support

Engagement methods

® Face-to-face meetings and online meetings

d Sharing policy briefs, animated videos etc.




National Stakeholders

Who were the Why were they engaged?
stakeholders?

Ms%““'d.,’ Ministry of Health|Gaining public and
S institutional support

Trial Participant gé Agreement on trial costs
¢ f and benefits
’\-%,M.w‘f}f Assessing trial acceptability

hﬂhwm

Engagement methods
® Face-to-face meetings and online meetings

i Sharing policy briefs, animated videos, powerpoints etc.




Examples

o

Trial Participant

Broader Stakeholders

Who were the Why were they
stakeholders? engaged?
National Medical Advocacy —
Association public and
National Nursing Assoc. |institutional
National media, radio |support

Non-Governmental
Organisations

Engagement methods — mostly informing

i Sharing policy briefs, animated videos etc.

® Emails, letters etc

® Some presentations




Community Stakeholders

Who were the Why were they
stakeholders? engaged?

County Health Minister Assessing feasibility and
County and sub-County acceptability

Health Management Teams |Institutional support
Hospital Staff Input into

Community leaders, implementation
women’s groups, religious Raising awareness and
leaders, schools addressing rumours
Community Advisory Board |Recruitment

Engagement methods

Face-to-face meetings

Town hall/Community Center meetings and lab tours
Regular Community Advisory Board meetings
Recruitment Posters



Mapping: How stakeholders were identified

® A research coordination team was set up, comprising: The Principal
investigator, engagement lead, communications lead, social scientist

¢ Brainstorming —

® |dentify the range of stakeholders at National, Community and

Broader levels

® Each stakeholder’s ‘interest’ and ‘influence’ in. the proposed
research




The stakeholder matrix

ENGAGE/SEEK TO KEY PLAYERS/
INVOLVE PARTNERS
Meet their needs and Maintain a close

look to gain support working relationship

INFLUENCE OF STAKEHOLDERS

LOWEST PRIORITY PROTECT
Monitor and keep Special attention to
informed protect their

interests

INTEREST OF >
STAKEHOLDERS



Place individual stakeholders on the stakeholder matrix

)

INFLUENCE OF STAKEHOLDERS

ENGAGE/SEEK TO
INVOLVE

Meet their needs and
look to gain support

KEY PLAYERS/
PARTNERS

Maintain a close
working relationship

LOWEST PRIORITY

Monitor and keep
informed

PROTECT

Special attention to
protect their
interests

INTEREST OF

)

STAKEHOLDERS

Consider a school-based trial
exploring the impact of de-worming

and vitamin tablets on health and
educational outcomes

Parent
teacher
groups

District
education
officer

People in

neighbouring
district

School uniesit Participatin Youth
principal g children NGOs




Place individual stakeholders on the stakeholder matrix

%

INFLUENCE OF STAKEHOLDERS

ENGAGE/SEEK TO
INVOLVE

and
ort

Jistrict
principal lucation
KEY PLAY G il

School

PARTNERS

groups

Local

W ST PRIORITY
university

Monitor and keep

informed
People in

neighbouring
district

PROTECT

Special attention to
protect their interests

Participating
children

‘ INTEREST OF STAKEHOLDERS >

Mapping
« Who to engage and
« How much to engage them



Activity:
Your turn to map stakeholders

A research group based in East Africa wants to conduct a research which to
compare tumor diagnostics based on scans interpreted by doctors, against scans
interpreted by Al. The research will be conducted in a large referral hospital.

® In the Chat — please suggest who might be important stakeholders to engage
with for this reseach

® Assign their relative interest and influence



)

INFLUENCE OF STAKEHOLDERS

ENGAGE/SEEK TO INVOLVE
Meet their needs and look to gain support

KEY PLAYERS/ PARTNERS

Maintain a close working relationship

LOWEST PRIORITY
Monitor and keep informed

PROTECT

Special attention to protect their interests

INTEREST OF

STAKEHOLDERS

)



Resources: Guide for Stakeholder Engagement

https://mesh.tghn.org/articles/resource
-guide-stakeholder-engagement-global-
health-research/

A RESOURCE GUIDE

'v ioprecing gl ¥,
RESPIRE
N\

Sl
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Certification

If you wish to receive a certificate of attendance for this workshop:
® Requirement 1: Completion of the TGHN Workshop Feedback Survey.
® Requirement 2: 80% attendance of the workshop.
® Please include the “Empowering communities- Innovative approaches to Al
health research and engagement” and the code 210524 when requested.

® Your certificate will automatically be emailed to you within one month.

https://app.onlinesurveys.jisc.ac.uk/s/oxford/tghn-workshop-feedback-survey-v3-0-with-code-duplicate



