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Who and What Matters
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People Communities

“ Human Rights Health




The Research
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Convenient & Discrete
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Effectiveness
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Recognizing multi-facets of HIV / TB / STls / Health

Keeping
children safe
is everyone's

responsibility
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GPP Considers Context
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Therefore CE...

Community engagement (CE) is the process of
working collaboratively with community groups to
address issues that impact the well-being of those
groups.
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COMMUNICATING
INFORMATION
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UNDERSTANDING

MANAGING STAKEHOLDER
COMMITMENTS PERCEPTIONS/
MANAGING
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FACILITATING
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OPPORTUNITIES

Inform Consult Involve Collaborate Empower

X i i

Inform >+ Involve —> < Empower

Low level of WM el o High level of
putlic engagemaent PUiC eng agement puldic ergagenent




Ethics in Health Research

Principles, Processes and Structures

Second Edition

$Z2 health

S,

Department:
Health

\@ &  REPUBLIC OF SOUTH AFRICA

Department of Health
Republic of South Africa

2015

Ethical & Human Rights Framework

o the research is relevant to the health needs and priorities of the community in which
it is to be carried out; and that

V. Where research is to be conducted in community settings, evidence of consultation
and plans for ongoing involvement should be included.

Community engagement - a process that establishes an interaction between researchers
and a community regarding a research project; it signifies the intention of forming a
collaborative relationship; the degree of collaboration may vary depending on the

circumstances
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South African GOOD CLINICAL PRACTICE (GCP)
Guidelines:

Ensure consultation with civil organisations.

Establishment of Community Advisory Boards (CABs) at all phases of the

trial.

O

O

O

Advocate for human rights

Promote ethical conduct in clinical research;

Contribute to addressing and resolving grievances about the research
process;

Give advice on accrual and retention of trial participants and

Voice concerns around the development, implementation and outcomes

studies.

Ensure information flow mechanisms are developed:

Between investigators and participating communities;
Communities are educated on the aspects of research before recruitment

begins.



Guidelines for biomedical
HIV prevention trials
2011

I soadpatiipaoyprecics A range of guiding frameworks

... build mutually beneficial, sustained relationships
between trial funders, sponsors, and implementers and
other stakeholders that are transparent and respectful,
that address interests of community stakeholders, and
that support the conduct of scientifically rigorous and

@UNADSZE. ethical biomedical HIV prevention trials.

Good Participatory Practice < >

Guidelines for TB Drug Trials
2012

Community engagement must meet the needs of
the populations and/or communities affected by the

research, strengthening the community’s role and
. capacity to actively address research priorities and

helping to ensure the development and
implementation of relevant, feasible, and ethical

research.
| Recommendations for Community Involvement in National Institute of Allergy and Infectious
\ | Diseases (NIAID) HIV/AIDS Clinical Trials Research: HANC (2014)



Good participatory practice

Guidelines for biomedical
HIV prevention trials

Section 1:

Section 2: Section 3:
Guiding Principles Good Participatory

201 1 The Importance of Good

Participatory Practice

of GPP in Biomedical Practices in Biomedical
HIV Prevention Trials AIARGERE I

Formative
Respect Research Activities

Stakeholder
Advisory Mechanisms

Mutual Und di (A ST ]
Engagement Plan

Stakeholder
Integrity Education Plan

Communications Plan

Transparency Issues Management Plan

Site Selection
Accountability

Protocol Development

Community Stakeholder Informed
Autonomy Consent Process
Standard of

HIV Prevention
Access to HIV Care
and Treatment

Non HIV-Related Care
Policies on
Trial-Related Harms

Trial Accrual,
Follow-Up, and Exit

Trial Closure and
Results Dissemination

Post-trial Access to Trial
Products or Procedures
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GPP is not just a CAB

Ongoing dialogue
Ao d  with CEOs D
l ' NGO advisory

group

)

Research Team ” ';".:::sz.r:::

” Stakeholders

)

Local meetings
” or events
<) CABs S




Figure 5. Examples of Stakeholder Advisory Mechanisms

Stakeholder Advisory Mechanisms

Informal

Examples of M|echa?nr'sn}s

Stakeholder Local Ongoing Focus Callin | CABs NGO Participant ~ Groups already
meetings events dialogue _group radio advisory groups established in
with CBOs  discussions  shows groups the area

Community advisory boards (CABs),
also referred to as community advisory groups (CAGs), are a common

example of a formal stakeholder advisory mechanism.

They are composed of individuals or stakeholder representatives and provide
an independent advisory voice.

They facilitate community stakeholder participation and involvement
in the research process.
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Community Liaison Forum
Meets monthly
Made up of

Community Liaison officer or designated
from each DTHF site or project



DTHF/C Community engagement
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Central to HIV / TB
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