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Understanding the Importance of Formative Research in Community
Sensitization

In many contexts and settings postmortem examination of any kind is a sensitive topic. Personal,
religious, and cultural beliefs all influence perceptions of postmortem examination. Although
hypothesized to be more acceptable than conventional diagnostic autopsy (CDA) by families, minimally
invasive tissue sampling (MITS) is a relatively new technique, and the factors that influence its
acceptability and feasibility are unique and specific to the context in which it is being introduced.

In this document we aim to share elements and tools for formative research and community
engagement and sensitization activities related to MITS that have been conducted by social scientists
across the MITS Alliance in low and middle-income countries. The information shared here comes from
several sources including published literature and MITS Alliance Community of Practice discussions and
presentations. It should be noted that the examples and tools that are documented here are described
in brief and are not intended in any way to be prescriptive. Fundamental to this document is the fact
that each project will need to adapt the frameworks, tools, experiences, and examples shared here to
create uniqgue community engagement and sensitization plans that are project and context specific.
Experienced social scientists were responsible for both the design and implementation of the strategies
and tools described here and the data analysis and interpretation. Social scientists are necessary for
successful adaptation and analysis of formative research and community engagement strategies
described in this document.

This may also be considered a “living document.” The contents represent the collective knowledge and
learning about community engagement and sensitization as they pertain to MITS that has occurred up
until this point. However, as MITS projects continue to grow and evolve and engagement and
sensitization efforts are evaluated, there is opportunity to refine and amend this document to address
new information. Further, as the number of projects implementing MITS increases this document will
also evolve to reflect the new cultural and religious contexts in which MITS is being implemented. The
goal is to revise this document as necessary to reflect the growing body of knowledge related to MITS
community engagement and sensitization. For questions or comments related to this document please
e-mail mitsadmin@rti.org.

Formative Research

MITS Alliance projects have conducted formative research to inform MITS-related program strategies,
materials, and tools that are culturally and geographically appropriate for a specific community. MITS
Alliance projects have used the results of their formative research to identify the unique factors that will
guide the development of a community engagement and sensitization strategy.

The scope and extent of formative research that has been conducted across the Alliance has ranged
from extensive multiphase, multisite studies with large study populations aimed to inform the design
and implementation of site-specific community engagement plans to smaller, more limited formative
research that is largely focused on the pragmatics of MITS implementation. Regardless of the scope, at a
minimum the primary rationale for conducting even limited formative research is to reduce the
possibility that implementation of MITS would result in negative consequences or perceptions that
could potentially put the project at risk.
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MITS Alliance projects have used several approaches to conduct formative research, some of which are
described below. And although general recommendations for key informants and focus group
discussions are made, the specific participants will be modified to fit the overall objectives of the study.
For example, although not included below, a study that focuses on child health would likely engage
pediatricians as participants.

PICK-CHAMP

The CHAMPS network preceded the initiation of formative research by developing and implementing a
community engagement curriculum, Participatory Inquiry into Community Knowledge of Child Health
and Mortality Prevention or “PICK-CHAMP” (Appendix A). Designed to be an entry point for community
engagement for the CHAMPs projects, this curriculum describes a participatory approach to train cadres
of social and behavioral science workshop facilitators at each of its seven sites. These facilitators were
then tasked with conducting workshops for community members and community leaders to gain an
understanding of community perceptions of pregnancy, childhood health, iliness, and death and how
those perceptions aligned with CHAMPS activities including MITS. CHAMPS social scientists found that
Exercise 6 was particularly useful in understanding community perceptions of CHAMPS-related activities.
PICK-CHAMPS facilitators used the Alignment Tension Assessment Instrument (Appendix B) to assess the
alignment between community perceptions, CHAMPS, and MITS. The CHAMPS network found this to be
a crucial step in defining the framework, methods, and priorities for formative research at each site.

Key Informant Interviews

For many projects in the Alliance key informant interviews (Klls) have been conducted as part of their
formative research. Klls can provide important information on how MITS might be perceived in a
community or health care facility. Although the key informants will vary across contexts, MITS Alliance
members have suggested that the following groups be included:

e Administrators and Government Leaders: Engaging these key informants lends legitimacy to the
MITS project. These key informants may include local or regional health officials, health facility
leaders, and Institutional Ethics Review Committees.

e Medical Personnel: Understanding physicians’ and nurses’ perspectives will help the MITS team
learn about local perceptions, address misunderstandings, and begin to identify champions for
postmortem examination and MITS. For hospital-based studies, engaging with medical
personnel would also be useful in informing consent approaches as they understand the
dynamics and processes within a hospital when a death occurs. In addition to hospital-based
personnel, some projects have included community health care workers, who can serve as a link
between the health facility and community.

e Pathologists: MITS being a relatively new procedure, pathologists offer a distinct perspective of
current postmortem examination practices and help in the formulation of questions for
additional social science data collection tools or approaches.

e Religious Leaders: Religious leaders can offer a MITS project deep understanding of religious
beliefs around death and attitudes toward postmortem examination. Religious leaders can also
give insight and information regarding standard burial practices.

e Village Leaders: Highly respected and in a position of authority, village leaders are typically in
closest proximity to community members and where community members may first turn for
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guestions and concerns about MITS. These key informants will help to better understand
community norms and may also be one of the first to become aware of any misinformation or
rumors within the community.

e Informal Healthcare Providers: Klls in this broad category can include traditional healers and
traditional birth attendants. Although not necessarily members of the formal health care
structure, these Klls often interact within the community providing care in advance of or in
parallel with more formal health care structures.

Although the exact number of interviews to be conducted with Klls will depend on the richness of the
data and when data saturation is achieved, some projects in the Alliance have found that by conducting
one to two interviews with each of the key informant groups listed above, a trained social scientist can
obtain sufficient information to inform the development of a community sensitization strategy.
Appendix C offers some examples of Kll interview guides shared by the Investigating Febriale Deaths in
Tanzania (INDITe) project.

Focus Group Discussions

Most MITS Alliance projects have integrated at least a few (one to two) focus group discussions (FGDs)
into their formative research. The data generated through FDGs not only emerge from the responses to
the questions asked, but interactions between FDG participants can also generate new understandings.
The sampling technique for FDG participants will depend on the focus and objective of the study.
Examples of FGD participants include health care personnel (coroners, physicians, nurses, residents,
support staff, and community health workers), patients and families (parents of live-born and deceased
children), and community advisory boards. Although many Alliance member projects have conducted
broad formative research on community beliefs about health, pregnancy, and death, other projects with
shorter timelines and limited resources have been more specific and focused their inquiry on MITS. See
the examples of focus group discussion guides shared by the Project to Understand and Research
preterm Pregnancy Outcomes and Stillbirth-South Asia (PURPQOSe) project in Appendix D.

Both FDGs and Klls conducted as part of a formative research protocol have provided Alliance members
with pragmatic information for the design and implementation of the MITS study and more specifically,
the design of the community engagement and sensitization strategy. Further, some Alliance members
have found that sharing the findings of the formative research with others such as health care personnel
and community leaders has helped to build coalitions and increase support for MITS.

Ongoing In-Depth Interviews

In addition to conducting initial formative research to inform the design of the consent process, some
Alliance projects have continued to monitor community perceptions after MITS has been initiated. For
example, some projects conduct interviews with families and next of kin. In these interviews, social
scientists interviewed both those who accepted MITS and those who refused. The benefit of the data
gathered from families and next of kin who have experienced a death and have gone through the
consent process is that results are based on real experiences rather than being hypothetical as is the
case in Klls and FDGs conducted with families that haven’t experienced a recent death. As a result, the
MITS team has gathered information such as why the families made the decision they did, their
perceptions of the consent process, and assessment of the incentives. Projects have assessed their
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activities on an ongoing basis and have adjusted their community engagement strategy accordingly.
Interviews are conducted at a location that is most convenient for families, and findings across the MITS
Alliance have consistently indicated that conducting these interviews relatively soon after the death,
within the first 1-7 days, is preferable over waiting a longer period of time, because families found that
waiting 2-4 weeks, for example, resurfaced family members’ grief and was too painful. The optimal
timeframe for a postmortem interview will vary and should be queried as part of formative research.
Appendix E offers an in-depth interview guide created by the INDITe project.

Community Engagement and Sensitization

Community engagement and sensitization activities are developed based on the data gathered through
formative assessment. The goal of conducting community engagement and sensitization activities is to
ensure that MITS-related activities are initiated based on mutual trust established between the MITS
project and community and are consistent with community priorities and interests. The cornerstone of
MITS community engagement and sensitization strategies across the MITS Alliance has been ensuring
transparency in communication and following through on commitments. Being transparent with
communities regarding the objective and timing of the MITS procedure, the data to be collected, and
how the findings will be used has facilitated MITS projects to establish trust with the community.
Following through on commitments made to community leaders and members is fundamental to the
integrity of the project. Being mindful of what is promised will ensure that once established, trust is not
breached. Following the implementation of a sensitization strategy, projects across the Alliance have
stressed the importance of ensuring ongoing opportunities for inquiry and questions from the
community. This was accomplished by attending regularly scheduled community meetings and
gatherings, inviting informal conversations with community members and leaders, and conducting
ongoing Kll with families following MITS.

The scope of MITS community sensitization and engagement strategies implemented across the Alliance
has varied depending on project resources and objectives. Regardless, similar to the formative research
that has been conducted, most Alliance projects have identified and engaged community members
including village leaders, religious leaders, and medical personnel in sensitization strategies.

Community Advisory Boards

Social scientists from MITS Projects have both facilitated the convening of Community Advisory Boards
(CABs) and engaged existing CABs to collaboratively support MITS implementation and dissemination of
MITS information. Some MITS projects engaged CABs in a bilateral approach such as developing
engagement strategies collaboratively and providing support and guidance to CABs to further
disseminate MITS-related information in the community. Other groups used a more limited approach in
CAB engagement by sharing relevant information and subsequently leaving the CAB to decide how to
communicate and disseminate MITS-related information to the community. MITS social scientists have
shared the findings from their formative research with CABs and then through different working groups,
collaboratively developed strategies for community engagement. MITS Alliance social scientists have
worked with CABs to determine how best to share MITS-related information with families. Ongoing
regular meetings with the CAB working groups supported the implementation of those strategies. The
engagement of CABs will be influenced by a number of factors including whether the MITS project is
hospital based versus community based.
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Tools for Community Engagement and Sensitization

Member projects of the MITS Alliance have developed some tools and resources to support the
development and implementation of community engagement and sensitization plans. The tools below
were developed based on the findings of formative research and are not designed to be universally
applicable, but may be used to inform the development of site specific tools or adapted to suit other
contexts.

Community Engagement Planning Site Visit

The CHAMPS network developed a planning tool to support sites to develop community engagement
strategies (Appendix F). This tool identifies activities to be carried out when conducting a participatory
community engagement planning site visit. In this document CHAMPS outlined a comprehensive
approach for developing a robust community engagement strategy in collaboration with community
representatives and leaders in addition to CHAMPS project and program staff. And although the scope
and resources dedicated to planning community engagement will vary across projects and contexts, the
framework, goals, and objectives outlined in this planning document will be applicable across a variety
of MITS projects. The data gathered through the site visits was instrumental in the development of the
CHAMPS Social and Behavioral Sciences Protocol (Appendix G).

Tools for Describing MITS

The method and manner in which MITS is described can be critical to MITS acceptance and an important
component of a community sensitization plan. The approach to describing MITS to communities was
largely informed by the objective of the study, the audience’s role in the community, and the level of
sophistication and cultural norms. In some projects MITS was described in comparison with CDA; in
other projects, CDA was not referenced. The distinction was based on the role of CDA in the study and
the current awareness and acceptability of CDA in the community. In addition to verbal description,
some teams developed tools to describe MITS including drawings of the MITS procedure or pictures of
some of the tools (needles) used to perform MITS or photos or drawings of what the MITS incision looks
like once the procedure is completed. The INDITe team developed a flyer (Appendix H) describing
postmortem examinations and the overall study that was shared with patients and families who
consented to either CDA or MITS. Another Alliance member, the PURPOSe project developed talking
points highlighting features of both CDA and MITS to discuss with family and community members
(Appendix 1). And the MITS in Malawi project developed a simple question and answer guide about MITS
(Appendix J) that was used in sensitizing health care workers to MITS.

Summary

Formative research and community engagement strategies, including community sensitization, will vary
across MITS Alliance projects. The objective of the MITS project and the context in which it is being
implemented will be the driving forces in defining and implementing formative research and community
engagement strategies. Social scientists in each MITS Alliance project have worked with their respective
communities to conduct formative research and community engagement activities that are relevant to
both the context and the project objective. And although there may be some common themes and
strategies between projects, each project must develop its own strategy. This document contains some
examples of formative research and community engagement activities across the Alliance with the aim
of sharing tools and experiences that may support new Alliance projects in their own activities.
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Appendix A: PICK-CHAMP Curriculum
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Child Health and
Mortality Prevention
Surveillance

PICK-CHAMP:

Participatory Inquiry into Community Knowledge of
Child Health And Mortality Prevention
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Section 2. Overview of PICK-CHAMP

The PICK-CHAMP methodology adapts earlier methods of community health assets mapping
known as PIRHANA (Participant Inquiry into Religious Health Assets, Networks, and Agency),
PIRASH (Participant Inquiry into Religion and Adolescent Sexual Health, and PICHA (Participant
Inquiry into Community Health Assets). PIRHANA was developed as a research instrument of the
African Religious Health Assets Programme (ARHAP) — in a pilot research programme sponsored
by the World Health Organisation (WHQO) to map the religious health assets of selected sites in
Zambia and Lesotho. PIRASH was an adaptation of PIRHANA specifically designed to understand
the influence religious and cultural norms on adolescent sexuality in South Africa and the United
States. PICHA adapted both of the two earlier methods to understand community perceptions
related to HIV in informal settlements in Nairobi, Kenya.

The participatory approach to health assets mapping reflected in PICK-CHAMP is possible
because of this earlier work. This manual is intended to be a practitioner’'s workbook for people
trained to facilitate PICK-CHAMP workshops under the auspices of the Country Offices of the Child
Health and Mortality Prevention Surveillance (CHAMPS) program. The information generated
through the workshops will be used in at least two ways. It will be used to inform CHAMPS
researchers on: 1) community perspectives on childhood deaths, and 2) the tensions and
synergies between those perspectives and the goals/objectives/activities of the CHAMPS program.

This manual provides a basic overview of PICK-CHAMP (section 2), followed by background into
the theoretical perspectives that ground the PICK-CHAMP methodology (sections 3 and 4).
Following these sections that provide an overview and theoretical grounding, subsequent sections
lay out the structure of the workshops (sections 5-8). Appendix | contains samples of the forms
necessary to conduct PICK-CHAMP workshops including invitation letters and consent forms.
Appendix Il contains a comprehensive description of the materials necessary to complete the
workshops (NOTE: The sections describing each of the modules for the three workshops also list
the materials. Appendix Il simply compiles those individual lists into a single, comprehensive list
that simplifies the gathering of materials). Finally, Appendix Il describes the title and
responsibilities for each member of a PICK-CHAMP team.

Section 3: Behaviour and Attitudes

in Participatory Research

There are five key elements that comprise the PICK-CHAMP acronym:

1. Participatory — Because this is an appreciative inquiry it is highly participatory; but this word
also signals a link to the approach known as Participatory Rural Appraisal, or Participatory
Learning and Action (PRA/PLA) —and therefore is rooted in the idea that participatory work
means that local people drive the inquiry.

2. Inquiry. The task involves a desire to know more—to appraise, identify, analyse and map.
The use of the term ‘inquiry’ is to make a specific link to the approach known as Appreciative
Inquiry, and so the work must always seek to be empowering of communities and resist the
temptation to extract information and resources from communities solely to drive the agenda of
an external institution or authority.

3. Community Knowledge—We believe that every community possesses intrinsic wisdom and
has developed complex assets for health that are already being mobilized “on the ground”
within that community. Any effort on the part of funders, researchers, or service providers to
work with communities to address various health issues should partner with members of those
communities and recognize the often-overlooked resources that communities possess.
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Because outsiders are often blind to those intrinsic assets, PICK-CHAMP facilitators must build
partnerships with communities and develop processes in concert with communities if they want
to identify and address the causes of childhood mortality.

4. Child Health—These workshops are designed to create partnerships between local
communities and the CHAMPS program to improve childhood health. This, then, is the overall
goal and focus of PICK-CHAMP and all CHAMPS activities: improved child health.

5. Mortality Prevention—The goal of improved child health will be achieved in two ways: 1) by
maximizing existing resources that support health, and 2) by identifying the primary causes of
childhood death and developing responses to prevent those causes. Therefore, mortality
prevention is a key element of CHAMPS and it will also be a complementary element of PICK-
CHAMPS.

Although PICK-CHAMP represents a modification of an existing methodology, in much of the work
on Community Engagement we are entering an unknown field; and we are in that difficult situation
where we know there is something that we are looking for, but we need to find it in order to know
more precisely what it is! To this end, we need the help of local people who are the experts, and
we need to find ways of opening up discussion and reflection so that we are helped, and in the
process the participants feel stronger and motivated.

In these circumstances, Robert Chamber’s reflection on Participatory Rural Appraisal is worth
quoting in full:
The core of good PRA is an awareness of our own behaviour and attitudes. Understanding
those behaviours and attitudes is furthered by:
* Being self-aware and self-critical
* Embracing error
* Sitting, listening, adapting
* Using our own best judgement at all times

So we can ask: Whose knowledge, analysis and priorities count? Ours? Theirs, as we
think they should be? Or theirs as they freely express them?

* Good PRA is empowering, not extractive
* Good PRA makes mistakes, learns from them, and so is self-improving
* Good PRA spreads and improves on its own

It is crucial then that when we engage in a PICK-CHAMP workshop we are conscious of our
behaviour and attitudes, and while we are tasked with finding information for use by others, that we
deliberately avoid an extractive research approach, and at all times to ensure that all knowledge
and insights are ‘owned’ by the people who have offered them in the participatory setting.

Echoing these concerns, Chambers writes of the key principles of behaviour and attitudes in PRA:

Facilitating — they do it: facilitating investigation, analysis, presentation and learning by
rural people themselves so that they present and own the outcomes, and also learn. This
has been expressed as ‘handing over the stick’ (or pen or chalk). This often entails an
outsider starting a process and then sitting back or walking away and not interviewing or
interrupting.

Self-critical awareness and responsibility: meaning that facilitators are continuously
examining their behaviour, and trying to do better. This includes embracing error —
welcoming error as an opportunity to learn to do better; and using one’s own best
judgement at all times, meaning, accepting personal responsibility rather than vesting itin a
manual or a rigid set of rules.



Sharing of information and ideas between rural people, between them and facilitators, and
between different facilitators, and sharing filed camps, training and experiences between
different organisations.

Almost of all of us are outsiders. We are academics. We are comfortable with English. Some of
us are anxious to perform, to meet deadlines, to drive a process. As an ‘outside team’ we radiate a
presence and will need to be conscious of our large footprint in any process.

So START. Do not wait. Get on with it. Relax. Try things. Learn by doing. Fall forwards.
Experiment. Ask — what went well? What went badly? What can we learn? How can we do
better? How can we help others to do better?

Remember the three pillars:

Behaviour &
attitudes
Methods — Sharing

4. Participatory inquiry with two groups

The PICK-CHAMP methodology consists of two workshops, one for community members-at-large
and one for community leaders. The community members-at-large workshop is the primary
opportunity to gather information and insights from community members themselves in
regard to the objectives of the CHAMPS program. The workshop elicits community
members’ ideas, opinions, and perspectives related to death and dying, burial, autopsy,
medical/clinical care, and antenatal care.

* There are three key purposes of the community members’ workshop:

1) build relationships with PICK-CHAMP participants over the course of CHAMPS
activities,

2) incorporate insights gathered from PICK-CHAMP on community perceptions
beliefs, practices, and perceptions related to childhood death into the formative
research and surveillance activities of CHAMPS, and

3) establish structures for ongoing two-way communication so that community
members’ contributions influence CHAMPS activities and CHAMPS
activities/findings are shared back in the community. PICK-CHAMP participants
will be invited to stay in communication with the CHAMPS site in country so that
findings from community participation and formative research activities can be
shared and feedback elicited over the course of the program. In addition,
participants will be invited to be part of regular community meetings to be held
as part of the community participation activities over the course of the program.

The community leaders workshop endeavours to bring together a cross-section of leaders
in the community: religious leaders, health leaders, educational leaders, tribal leaders,
governmental leaders, etc. As key decision-makers within the community and as
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gatekeepers to the community’s resources, the perspectives of community leaders are
important. The workshop has four key purposes:

1) to develop a social history of the community and to hear about the ways in which
the community had successfully met earlier challenges,

2) to gauge community leaders’ perceptions of the CHAMPS program, especially
MITS procedures,

3) to identify common ground among community members, community leaders,
and the CHAMPS objectives that could serve as the basis for community
engagement and beginning the MITS and surveillance activities, and

4) to establish structures for ongoing two-way communication so that community
members’ contributions influence CHAMPS activities and CHAMPS
activities/findings are shared back in the community. PICK-CHAMP participants
will be invited to stay in communication with the CHAMPS site in country so that
findings from community participation and formative research activities can be
shared and feedback elicited over the course of the program. In addition,
participants will be invited to be part of regular community meetings to be held
as part of the community participation activities over the course of the program.



Section 5: Community Members Workshop:

FACILITATOR GUIDE:

As noted above, PICK-CHAMP will be used with two groups,
namely, local community members and local community leadership.
While it is not always possible to be exclusive in this process,
attention is drawn to issues of power and domination when
community leaders are present in gatherings with ordinary
community members. Facilitators may realize that a participant in the
community members workshop is, indeed, a community leader. If
this occurs, then special care needs to be taken to limit possible
domination or deference through skilful facilitation. By the same
token, in certain contexts there is a power differential between men
and women, and between elders and younger members of the
community — and sensitivity will need to be exercised, such as
providing different small groups for free discussion and participation.

Location.

This PICK-CHAMP needs to be undertaken in a local community
setting such as a community centre, church or mosque, or health
facility. If necessary, workshops can be held outside Chairs, shade,
open floor space, and walls are important.

Participants
The workshop is most effective with between 20 and 25 people

representing a good mix of gender, age, class, and religious
perspectives. elders and youth, and different religious affiliation.
While bias can never be fully avoided, it is crucial that the PICK-
CHAMP facilitators work on the invitations to ensure broad-based
participation and non-domination by a certain segment of the
community.

Equipment.
The following equipment is necessary:

* Registration list: Form for people to fill in when they register

* Consent form: 1 form per person

* Marker pens: 25-30 (at least one per participant, in a range of
colours)

* Newsprint: 50 sheets

* Masking tape: 2 rolls

* Index cards: 300 cards (102 x 152mm)

* Voice recorder: at least one with decent microphones to pick
up discussion

* File box: A box to store the completed forms, as well as
newsprint etc.

Translation
Working at local level means that English may not be the most

Facilitator’s Notes:



Facilitator’s Notes:

familiar language for the participants. It is crucial therefore to work
with a competent translator. He or she should have access in
advance to the crucial research questions that are to be asked. It
will be helpful to have these written out on newsprint for the various
exercises so that they can be asked clearly and precisely.

Ethics and consent

PICK-CHAMP is research with human subjects. It is crucial that
participants are informed about the meaning and implication of the
research, and that they consent to being involved, to having their
ideas used by others, and to having their photographs taken.

Agenda

The community member PICK-CHAMP unfolds as follows
(The exercises are described in detail in section 8)

8:30 Participants arrive and fill in the registration form
Refreshments provided

9:00 Welcome and Introductions: What Is CHAMPS?
Signing of consent form

9:15 Exercise 1: Describing CHAMPS Objectives to Reflect
Community Priorities

10:00 Exercise 2: Perceptions of Pregnancy

10:40 Morning Tea

11:00 Exercise 3: Perceptions of Childhood Health and lliness
11:40 Exercise 4: Community Responses to Pregnancy

12:20 Exercise 5: Community Responses to Childhood Death
1:00 Lunch

2:00 Exercise 6: Participants’ Perceptions of CHAMPS Activities
3:15  Afternoon Tea

3:30 Exercise 7: Valued Community Organizations That Could
Support CHAMPS

4:15 Next Steps: Staying In Touch

4:30 Closure and thanks



Exercise 1: Describing CHAMPS Objectives to Reflect

Community Priorities

Time: 45 minutes (9:15-10:00)

Equipment:
* 4 Index Cards per small group
* Markers for each participant
* Digital Voice Recorder

Moving naturally from introductions, the facilitator works with
participants to describe CHAMPS objectives using the frameworks
and contexts intrinsic to the community.

Objective: To identify the commonalities between community
priorities and the objectives of the CHAMPS Program.

Break the group into small groups of 4-5 people each. The facilitator
reads the following out loud to participants:

* The purpose of CHAMPS is to understand how and why
children get sick and why some of them die. The knowledge
gained through CHAMPS will allow health officials to develop
programs and services to address those causes—if these
officials know what kills children or causes complications
during pregnancy then they can do something about it.

We want your perspectives about these two priorities for

CHAMPS:

1) To understand how and why children get sick and die.

2) To use the information we find out to come up with
programs that will cause less illness and fewer deaths in
children. (HIGHLIGHT THIS OBJECTIVE)

(have these two priority items listed on two separate sheets

of newsprint with both visible)

Imagine that you have the task of explaining to the people in
your own community why these two CHAMPS priorities are
important. What would you say?

Step 1: Ask each small group to create a key message they would
give to explain the importance of item #1 if they were that health
official. First, all members in each small group should take 5-10
minutes to discuss this step and to create the messages through
theat discussion. Second, one participant will write down in a
sentence or two that key message on an index card provided.
Encourage them to use messages that would resonate in their
community by using cultural or religious ideas or stories. Each group
may write up to two responses for item #1 (one per card).

Ask participants to do the same thing with item #2.

Facilitator’s Notes:

The facilitator instructs
each small group to
develop a set of key
messages and then
works with the entire
group to decide on the
three most powerful
key messages.

The facilitator should
check with the note-taker
for each small group to
ensure that s/he
understands her or his
role.

The facilitator should be
prepared to offer an
example to help
participants begin the
discussion if needed



Facilitator’s Notes:

When finished, each group should have 1 or 2 key messages that
re-enforce the two CHAMPS priorities (a total of 2-4 key messages).

Step 2: The small groups gather back together in plenary. Cards are
collected from each small group and then laid out one at a time on
the floor, starting with the cards for item 1. When a card repeats
what a previous card has said, it is laid down above its namesake.

Clearly the facilitator needs to group together words that express the
same message even if they are different words.

In this way a ‘bar graph’ of the key messages that re-enforce the
activities of item #1 is created.

The process is repeated with item #2.

Recorded discussion. The facilitator leads participants through a
discussion of the messages that were written. What are participants’
perceptions about the messages? Which are more powerful? Are
there any disagreements? What makes these messages powerful?

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
messages for item #1 to identify the 3 most powerful key
messages that support item #1. This process is repeated for item
#2

Output:

A participant-driven list of messages based on community norms
and language that re-enforce the objectives of CHAMPS with the
three most powerful messages identified.
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Exercise 2: Perceptions of Pregnancy

Time: 40 minutes (10:00-10:40)
Equipment:
* A marker pen for each participant
* 6 index cards for each small group
* 3 sheets of newsprint
e Tape recorder

Objective:

This exercise focuses on naming the community’s perceptions about
the things that contribute to healthy pregnancy. This exercise
involves three clear steps.

Flowing naturally from the discussion in Exercise 1, the facilitator
informs participants that one way CHAMPS will achieve the first
objective listed in that exercise is to learn more about the things that
help women deliver healthy children when they get pregnant.

Step 1: Participants move back into their same small groups. They

are asked to discuss the answer to the question:

* What do you consider to be the three most important factors that
contribute to healthy pregnancies for women in your community?

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards (one answer per card). The facilitator collects these
cards and then lay them out in a place on the floor where all small
group participants can observe. When a card repeats what a
previous card has said, it is laid down above its namesake.

Clearly the facilitator needs to group together words that express the
same factor even if they are different words (eg. nutrition = good
food = healthy food = food; knowledge = education =
understanding; etc.) In this way a ‘bar graph’ of the key factors that
the participants believe cause healthy pregnancies is created, and
the participants can see what they themselves believe to be the key
factors. The cards are left on the floor for step 2.

Step 2. The first exercise is repeated, but the question is changed.

Now as they work again in their small groups, participants are asked

to write down the answer to the question:

* What do you consider to be the three most important factors that
cause complications during pregnancy for women in your
community?

A representative of the group writes down the group’s answers on

the three cards (one per card). These cards are collected and then

laid out on the floor alongside the earlier set. When a card repeats

what a previous card has said, it is laid down above its namesake.
11

Facilitator’s Notes:

Note facilitator’s
leadership roles here:

Provide instructions
(two topics)
Process findings for
each topic.

Develop a list of 4-6
most important
factors that
contribute to healthy
pregnancies. This
requires the
facilitator to look for
linkages between
the two separate
lists generated
earlier in the
exercise.



Facilitator’s Notes:

Again the facilitator will need to group ‘ideas’ rather than exact words
together.

In this way a ‘bar graph’ of the key factors that the participants
believe cause sickness is created, and the participants can see what
they themselves believe to be the key factors.

Recorded discussion. Through probing questions participants are
engaged in reflective discussion on the reasons that certain factors
are more significant than others. This should be recorded by tape
recorder for later transcription as it is likely to contain key insights.

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
factors that affect healthy pregnancy — either positively or negatively.
This requires some lateral thinking as for example the following list
may be generated (votes in brackets):

Healthy Pregnancy Complicated pregnancy

Good health care (9) Sickness (9)

Nutrition (6) Poverty (7)

Faith in God (5) Pollution (6)

Good sanitation (5) Bad nutrition (5)

Knowledge (3) Ignorance (3)

Water (2) No employment (1)

Medicine (2) No health facilities close by (1)

Food is a clear factor for a healthy pregnancy and bad nutrition a
factor in a complicated pregnancy — but clearly they express the
same idea, and so only one word is chosen. Likewise, ignorance
and knowledge express the same idea. Depending on how people
understand pollution, it may be the flip-side of good sanitation.
Thus, after some discussion, the participants agree on a combined
set of five or six key factors contribute to healthy pregnancies in the
community. In the above case these would probably be:

Nutrition

Knowledge

Against Poverty

Against Pollution

Medicine and health facilities

The facilitator should write these responses down on the newsprint.

Output:
A participant driven list of factors that impact pregnancy

Following the completion of this exercise, participants will break for
morning tea until 11:00 AM

12



Exercise 3: Perceptions of Childhood Health and lliness

Time: 40 minutes (11:00-11:40)

Equipment:
* A marker pen for each participant
* 6 index cards for each small group
* 3 sheets of newsprint
* Tape recorder

Objective:

This exercise focuses on naming the community’s perceptions about
the things that affect children’s health: the things that help children
be healthy or the things that may make children sick. This exercise
involves three clear steps and the process is identical to exercise 2
above with a different topic.

Step 1: Still in their same small groups, participants asked to write

down the answer to the question:

* What do you consider to be the three most important factors that
contribute to the health of children in your community? Write
down these factors (one per card) in a few words or a short
phrase.

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards. These cards are collected and then laid out in a place
on the floor where all small group participants can observe. When a
card repeats what a previous card has said, it is laid down above its
namesake. Clearly the facilitator needs to group together words that
express the same factor even if they are different words. In this way
a ‘bar graph’ of the key factors that the participants believe cause
good health is created, and the participants can see what they
themselves believe to be the key factors. The cards are left on the
floor for step 2.

Step 2. The first exercise is repeated, but the question is changed.

Now as they work again in their small groups, participants are asked

to write down the answer to the question:

* What do you consider to be the two key factors that cause
children to become ill or die in your community? Write down
these factors (one per card) in a few words or a short phrase.

A representative of the group writes down the group’s answers on
the three cards. These cards are collected and then laid out on the
floor alongside the earlier set. When a card repeats what a previous
card has said, it is laid down above its namesake. Again the
facilitator will need to group ‘ideas’ rather than exact words together.
In this way a ‘bar graph’ of the key factors that the participants
believe cause sickness is created, and the participants can see what
they themselves believe to be the key factors.

Recorded discussion. Through probing questions participants are
13

Facilitator’s Notes:

This exercise will likely
take less time than
exercise 2 did because
participants will be
familiar with the process.

The process is quite
similar.



Facilitator’s Notes:

engaged in reflective discussion on the reasons that certain factors
are more significant than others. This should be recorded by tape
recorder for later transcription as it is likely to contain key insights.

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
factors that contribute to childhood health — either positively or
negatively. Thus, after some discussion, the participants agree on a
combined set of five or six key factors that contribute to healthy
children in the community. The list will be similar to the one
generated in exercise 2. The facilitator should write these responses
down on the newsprint.

Output:
A participant driven list of factors that impact childhood health,
illness, and death.

14



Exercise 4: Community Responses to Pregnancy

Time: 40 minutes (11:40-12:20)

Equipment:
* 1 marker pen for each participant
* 5index cards for each small group (25 cards total)
* 3 sheets of newsprint
* Tape recorder

Objective:
To create a participant-driven list of the most important things the
community does when a woman becomes pregnant.

The facilitator leads participants through three steps:
Step 1: Ask each group to answer the following question:

* What are the three most important things that happen in your
community when a woman becomes pregnant? How does
your community respond to the news of the pregnancy?

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards (one response per card).

Step 2: Bring the small groups back together into plenary. Ask each
group to read aloud and elaborate on the three most important
things that happen in the community when a woman becomes
pregnant. Have each group simply present their items; facilitators
should allow questions for clarification but should not allow for any
discussions about which items are most important until all groups
have presented.

As each group reads their cards, the facilitator places them onto the
floor one at a time without further comment. This continues until
each group has completed naming their list. If there is a duplicate
card among the groups, place it with the other like cards. If you think
two cards are similar, ask the group to decide whether they
represent the same thing; if so, place the cards to together and if
not, leave them separate.

Step 3: After all small groups have named their three items, ask the
large group to decide on the list of the essential things that are done
when a woman becomes pregnant (as in earlier, this process should
generate a list of 4-6 items). The facilitator should write these items
on the newsprint. Once this list is generated, ask the group to
discuss why these items are important.

Output:

A participant-driven list of important things done in the community
with the key 4-6 things named in rank order.
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Facilitator’s Notes:

The facilitator instructs
each small group to
develop a list and then
works with the entire
group to decide on the
most important things the
community does when a
woman becomes
pregnant.



Exercise 5: Community Responses to Childhood Death

Facilitator’s Notes:

The facilitator instructs
each small group to
develop a list and then
works with the entire
group to decide on the
most important things the
community does when a
child dies.

Time: 40 minutes (12:20-1:00)

Equipment:
* 1 marker pen for each participant
* 15 index cards for each small group (25 cards total)
* 3 sheets of newsprint
e Tape recorder

Objective:
To create a participant-driven list of the most important things the
community does when a child dies.

The facilitator leads participants through three steps:
Step 1: Ask each group to answer the following question:

* What are the three most important things that happen in your
community when a child dies? This would include children
who die during the birth process, children who are stillborn,
or any child who dies before their fifth birthday. How does
your community respond to the news of the death?

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards (one response per card).

Step 2: Bring the small groups back together into plenary. Ask each
group to read aloud and elaborate on the three most important
things that happen in the community when a child dies. Have each
group simply present their items; facilitators should allow questions
for clarification but should not allow for any discussions about which
items are most important until all groups have presented.

As each group reads their cards, the facilitator places them onto the
floor one at a time without further comment. This continues until
each group has completed naming their list. If there is a duplicate
card among the groups, place it with the other like cards. If you think
two cards are similar, ask the group to decide whether they
represent the same thing; if so, place the cards to together and if
not, leave them separate.

Step 3: After all the small groups have named their three items, ask
the large group to decide on the list of the essential things that are
done when a woman becomes pregnant (as in earlier, this process
should generate a list of 4-6 items). The facilitator should write these
items on the newsprint. Once this list is generated, ask the group to
discuss why these items are important.
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After the exercise is complete, announce the lunch break. Before
participants break, remind them to return in one hour. Inform
participants that you will be available to talk during lunch if they
would like to discuss any feelings that have arisen for them. Assess
whether the cultural norm is to offer a blessing of the food or some
other ritual such as handwashing prior to lunch. If a blessing is
custom, ask for a volunteer from among the participants to lead the
group in a blessing; if handwashing or other ritual is custom, provide
the time to carry it out.

Output:

A participant-driven list of important things done in the community
with the key 4-6 things named in rank order.

17
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Exercise 6: Participants’ Perception of CHAMPS

Facilitator’s Notes:
Exercise 6 is
complicated. Facilitators
should go through the
directions carefully to
ensure participants
understand and ask
participants if they have
any questions before
beginning

Activities
Time: 75 minutes (2:00-3:15)

Objective:
To assess perceptions of the level of alignment or tension between
CHAMPS activities and community priorities and perceptions.

This exercise has two parts. The first step identifies general
alignment or tension between participants’ perceptions and
CHAMPS activities. The second step provides more specific
contexts for determining alignments or tensions between CHAMPS
activities and participants’ perceptions.

PART ONE
Read the following aloud to participants:
We began the day by examining the objectives for CHAMPS. As a
reminder, they are:
1) To understand how and why children get sick and die.
2) To use the information we find out to come up with
programs that will cause less illness and fewer deaths in
children. (Highlight this objective)
(have these two priority items listed on two separate sheets
of newsprint with both visible)
Now we want to discuss what needs to be done in order for the
CHAMPS program to meet its objectives. In general, CHAMPS will
need to carry out two activities in both hospital and community
settings.

For the first activity we will talk with women who are currently
pregnant or have recently been pregnant. We will only talk with
women who want to talk with us and will talk with them in both
healthcare and community settings. We want to learn from women
themselves the things that may have affected their pregnancy or the
birth of their child. We want to hear about both things that helped
and things that caused problems during pregnancy for all women.
Finally, in the unfortunate case that the pregnancy results in a
stillbirth, we want to learn about the kinds of health services will be
helpful to mothers and will lead to positive birth outcomes.

For the second activity we will speak with some of the parents in
your community who will have just experienced the death of their
child. With their permission, we will gather small samples from the
body of their child after the child’s death. We will speak with parents
either in hospital or at their home. Studying these samples will
improve our accuracy in figuring out the things that cause children to
die so that we help children live longer and healthier lives

Ask participants for if they have any questions for information or
clarification. If they want to offer their opinions (instead of asking
questions of fact) then assure them that the purpose of this exercise
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Is to hear those opinions but ask them to wait a few moments until all
questions are answered first. Once all questions have been
answered, instruct participants to gather around the following two
matrices taped to the wall:

CHAMPS Activity:
Talking with

How does this CHAMPS activity fit with our community’s priorities?

It fits with our community It does not fit with our community

women who are
pregnant or who
recently delivered
a child.

How does this CHAMPS activity fit with our community’s priorities?

CHAMPS Activity:
With parents’
consent, gather
samples from the
body of a child

It fits with our community It does not fit with our community

who recently died.

Step 1: If they don’t have an opinion, they don’t have to add the
sticker. Participants will have a sheet of stickers in their participant
folders (each sticker on that sheet will be pre-printed with each
participant’s unique ID). A participant will place her/his sticker in the
box labelled “It fits with our community” if s/he believes that the
CHAMPS activity aligns with community priorities and norms. If he
or she believes that the CHAMPS activity is in tension with
community priorities and norms the participant will place a sticker in
the box labelled “It does not fit with our community.” Participants
should place one sticker on each matrix (in either of the two boxes of
that matrix). They will place a total of two stickers on the matrices.

Step 2: After all participants have placed their two stickers, the
facilitator should lead the participants in a discussion. In general,
does the group believe that each CHAMP activity aligns with or is in
tension with community priorities and norms? Why?

Output from part one:
A matrix showing alignment or tension between CHAMPS activities
and community priorities.

PART TWO

The facilitator naturally moves the discussion from general
perceptions of alignment and tension by telling participants that in
part two will they will have an opportunity to give more specific
information about alignment and tension. Prominently displayed on
the walls are three signs:

The participants are asked to respond to a series of 20 propositions
(not questions), which are read out clearly by the facilitator, by
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Be sure to look out for
any surprising findings
on the matriices. Pay
special attention to
squares on the matrix
where participants
identify high alignment
between community
activities and CHAMPS
activities (especially look
for any alignment with
MITS)



moving, in silence, to stand beneath the sign that best represents |

Facilitator’s Notes:

their response to the statement. Three workshop team members will
be stationed beside the three signs, one per sign. Each of those
team members will have 20 sheets of paper with one proposition
printed on each sheet. As each participant moves to a sign in
response to their own opinion about the proposition that was read,
they will place a sticker with their unique ID number on the team
member’s sheet for that particular proposition.

The numbers for each group (AGREE, DISAGREE, and
UNCERTAIN) are calculated and written up on newsprint for each
proposition AS THE EXERCISE IS CARRIED OUT. The participants
remain under the sign while the next proposition is read out and then
move.

This process should be done as silently as possible — the
participants should not discuss their responses among each other.

(See the list of propositions on the next page)

Once all propositions have been read and participants have
responded to each with “AGREE,” “DISAGREE,” or “UNCERTAIN”
the facilitator should lead the participants in a general discussion of
the activity. Begin by de-briefing the activity. What were the
participants’ impressions? Are any of the group’s responses striking
or surprising? After thinking about these 20 propositions, did any
participants change their mind about the acceptability of the
CHAMPS surveillance activities? If so, why?

Output from part two:

A profile of participants’ perceptions about CHAMPS activities
across five categories:

Acceptability/Value

General acceptability of MITS even if there is personal discomfort
Beliefs about childhood death, burial, and MITS

Beliefs about pregnancy, childhood illness/death, & medical care
The value of surveillance and research

AP wON -

Following this exercise, inform participants that there will be a
fifteen-minute break. Encourage them to speak with you if they want
to talk about any aspect of this exercise.
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Acceptability/Value

General acceptability of MITS even if there is personal discomfort

Beliefs about childhood death, burial, and MITS

Beliefs about pregnancy, childhood iliness/death, and medical care

The value of surveillance and research

Category

Proposition

1. Itis wrong to remove small samples of tissue from a child after she has died even if tests
done on that tissue could tell you how she died.

2. A woman should not be asked about what's happening during her pregnancy because that
information is private.

3. The information gained from tissue samples is worthwhile because this knowledge could
help us improve child survival.

4. If we know what happens to women during their pregnancy, we can figure out what to do to
help women have safe pregnancies and give birth to healthy children.

5. In my opinion, | don’t think any parent should ever agree to let tissue samples be collected
from the body of their child after that child has died.

6. Our community owes a debt of gratitude to parents who consent to the removal of tissue
from their child’s bodies when they die because these parents are helping other children to
live.

7. Even if | didn’t agree to have tissue samples collected from my child’s body, | still think the
knowledge we gain through this work is important for helping us fight childhood illness and
death.

8. Even if | might not want to answer questions about my own pregnancy (or wouldn’t want my
wife to), | am glad that other women in the community are doing so if it contributes to
healthier pregnancies.

9. Medicine and science may help us care for a child’s body during life but care for a child’s
body at death is the work of faith and of God alone.

10. | would not agree to any kind of procedure if it meant that | could not bury my child according
to my faith or tradition.

11. We can collect tissue samples and still be able to bury a child with love and respect.

12. Collecting tissue samples shows a family’s love for a child who has died and for all the
children in our community because it gives us knowledge that could help children be
healthier.

13. All women in our community who are pregnant should be seen at a health centre to make
sure there are no problems during their pregnancy.

14. While medical care for pregnant mothers and children is important, it is not easy for them to
get the care they need.

15. | rely on a healer more than a healthcare provider to help me stay healthy.

16. Healthcare providers and traditional healers both help me stay healthy. There should be no
tension between the two.

17. Knowing what causes children to get sick and what causes negative outcomes in pregnancy
would allow us to do something about them.

18. | am glad that this program is being carried out in our community. It will help improve our
health in the long run.

19. Researchers only care about the information they collect. They don’t care about improving
the health of our community.

20. While CHAMPS activities focus on sickness and death, they are being carried out in order to

improve our health and our living.
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Exercise 7: Valued Community Organizations That
Could Support CHAMPS

Time: 45 minutes (3:30-4:15) Facilitator’s Notes:

Equipment:
* 25 index cards for each small group
* 1 pen or marker per participant
*  Newsprint

Objective: Generate a list of valued community organizations and
leaders in the community

After break, participants gather back into their small groups. The
facilitator directs participants to two matrices on the wall:

CHAMPS Activity:
Talking with
women who are Who would be a Champion for this activity?
pregnant or who
recently delivered
a child.

CHAMPS Activity:
With parents’
consent, gather
samples from the
body of a child
who recently died.

Who would be a Champion for this activity?

Ask each group to write down the best community resources that
might be a good partners to work with CHAMPS staff to carry out the
CHAMPS activity that was named (up to five organizations/
individuals for each group). The group may name an organization or
an individual. The facilitator then reads the list of organizations or
individuals aloud, placing the cards on the floor as each one is read.
Any duplicate cards are placed above the existing cards, creating a
bar graph on the floor. After all the valued organizations have been
named, record the top five on the newsprint along with the number of
responses given for each organization.

Output: A participant driven list of local community organizations that
are important resources for the community to respond to the death of
a child that participants also identify as potentially supporting one or
more CHAMPS activities.
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Next Steps: Staying In Touch

Facilitator’s Notes:

The workshop is
completed. Before
adjourning, the facilitator
should invite participants
to stay in touch with
CHAMPS to receive
updates on findings,
future events, and
community meetings.

Time: 15 minutes (4:15-4:30)

At this point the workshop is completed. Explain that this is one of
the first activities being carried out by CHAMPS and that the
CHAMPS team would like to stay in touch with the participants. Ask
participants if they would like to continue to receive information about
CHAMPS, including information of the findings, periodic newsletters,
and invitations to future community meetings in which CHAMPS staff
provide updates to the community. If so, have participants complete
a “Stay In Touch” Card.

Adjourn the workshop with your thanks and gratitude and remain in

the front of the room so that participants can speak with you
individually if they would like.
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Section 6: Community Members Workshop: SMALL
GROUP SCRIBE GUIDE:

PICK-CHAMP is designed so that small groups develop thoughtful responses to exercises that
elicit participants’ perspectives on community norms, values, priorities, and beliefs. The small
group responses will be examined through a large group process. The role of the small group
scribe is to record the contributions of individual participants in each small group. Your role is
essential because your input is the only way we can analyze responses given by individual
participants and correlate those responses to the individual-level demographic information
provided by each participant during the registration process. Therefore, quick, clear transcription
of what is said in the group is essential along with a clear identification of the participants who
spoke.

The following pages can be used to record participant responses for each exercise. A different
form for each exercise has been developed for the scribe’s convenience. Scribes should work
closely with the facilitator to ensure that they are on the correct exercise and should turn in
completed transcription pages to the workshop support team so they can begin to enter them into
the database.
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Exercise 1: Describing CHAMPS Objectives to Reflect
Community Priorities

Time: 45 minutes (9:15-10:00)

Objective:
Participants in the small groups will use community norms and values to explain the importance of
the two objectives of CHAMPS.

OBJECTIVE ONE: To understand how and why children get sick and die.

Participant # | Participant’s Input
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OBJECTIVE TWO: To use the information we find out to come up with programs that will cause
less illness and fewer deaths in children.

Participant # | Participant’s Input
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Exercise 2: Perceptions of Pregnancy

Time: 40 minutes (10:00-10:40)

Objective:
Participants will describe the things that contribute to a healthy pregnancy or complicate

pregnancies.

KEY QUESTION ONE: What are the most important factors that contribute to healthy pregnancies
for women in your community?

Participant # | Participant’s Input
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KEY QUESTION TWO: What are the most important factors that cause complications during

pregnancy for women in your community?

Participant # | Participant’s Input
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Exercise 3: Perceptions of Childhood Health and lliness

Objective:

Participants will describe the things that contribute to a healthy childhood or cause childhood
iliness.

KEY QUESTION ONE: What do you consider to be the three most important factors that contribute
to the health of children in your community?

Participant # | Participant’s Input
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KEY QUESTION TWO: What do you consider to be the two key factors that cause children to
become ill or die in your community?

Participant # | Participant’s Input
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Exercise 4: Community Responses to Pregnancy

Time: 40 minutes (11:40-12:20)

Objective:
Participants will describe the most important things the community does when a woman becomes

pregnant.

KEY QUESTION: What are the three most important things that happen in your community when a
woman becomes pregnant? How does your community respond to the news of the pregnancy?

Participant # | Participant’s Input
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Exercise 5: Community Responses to Childhood Death

Time: 40 minutes (12:20-1:00)

Objective:
Participants will describe the most important things the community does when a child dies.

KEY QUESTION: What are the three most important things that happen in your community when a
child dies? This would include children who die during the birth process, children who are stillborn,
or any child who dies before their fifth birthday. How does your community respond to the news of

the death?

Participant # | Participant’s Input
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Exercise 6: Participants’ Perception of CHAMPS
Activities
This activity is completely carried out in large group. If individuals provide their opinions

on the topic being discussed in the large group, scribes should try to take note of what was
said and identify the participant # of the person who said it.

Participant # | Participant’s Input
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Exercise 7: Valued Community Organizations That
Could Support CHAMPS

Time: 45 minutes (3:30-4:15)

Objective:
Participants will describe valued organizations and leaders in the community that could support

CHAMPS.

KEY QUESTION ONE: Who would be a Champion for supporting CHAMPS in talking with women
who are pregnant or who recently delivered a child?

Participant # | Participant’s Input
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KEY QUESTION TWO: Who would be a Champion for supporting CHAMPS to gather samples
from the body of a child?

Participant # | Participant’s Input
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Section 7: Community Members Workshop:

SUPPORT TEAM GUIDE

The support team places a crucial role in the success of PICK-
CHAMP because you must attend to a number of administrative and
logistical issues prior to and during the workshops. This section
leads the support team through Pre-Workshop activities that need to
be completed as well as the logistical elements of each exercise in
the community members workshop.

Location: The PICK-CHAMP workshop needs to be offered in a local
community setting such as a community centre, church or mosque,
or health facility. Chairs, open floor space, and blank walls where
newsprint can be hung are all important. Electricity is preferred and
if electricity is not available, the team should ensure that any laptops
(for registration or data entry) have sufficient battery life.

Participants: The workshop is most effective with between 20 and 25
people representing a good mix of gender, age, class, and religious
perspectives. While bias can never be fully avoided, it is crucial that
the PICK-CHAMP team works on the invitations to ensure broad-
based participation and non-domination by a certain segment of the
community.

Materials:

1. Registration list: Form for people to fill in when they register (may
also be completed on a laptop using the Access program)

2. 30 consent form (1 form per person, plus extras as needed)

3. Ballpoint pens: 25-30 (one per participant plus some extras in

case pens are lost)

Felt-tip marker pens: 10 (at least one per small group plus some

extras for use by facilitators and support team during exercises)

Newsprint: 50 sheets

30 pocket folders (one for each part. with extras as needed)

60 pre-printed sheets for the propositions activity for exercise 6

Pre-printed sheet of labels (one sheet for each participant with

their participant # printed on each label—the sheet should

contain at least 22 labels)

9. 15 large, sealable manila envelopes. 7 of these should be pre-
labeled for exercises 1-7. The remainder are extras as needed.

10. Masking tape: 2 rolls

11. Three large signs: “Agree,” “Disagree,” and “Uncertain.”

12. A box of large rubber bands

13. Index cards: 200 cards (30 cards/group pre-labeled with the
group number with blank extras available if needed)

14. Five pre-drawn matrices: 3 for exercise six, 2 for exercise seven.

15. Voice recorder: at least one with decent mic to pick up discussion

16. Extra batteries for the voice recorder.

17. File box: A box to store the completed forms, as well as
newsprint etc.

»
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Support Team’s Notes:

Be sure to have all of the
materials in this list on
hand at the workshop.



Support Team’s Notes: | Ethics and consent: PICK-CHAMP is research with human subjects.
It is crucial that participants are informed about the meaning and
implication of the research, and that they consent to being involved,
to having their ideas used by others, and to having their photographs
taken.

Agenda: The community member PICK-CHAMP unfolds as follows

8:30 Participants arrive and fill in the registration form
Refreshments provided

9:00 Welcome and Introductions: What Is CHAMPS?
Signing of consent form

9:15 Exercise 1: Describing CHAMPS Objectives to Reflect
Community Priorities

10:00 Exercise 2: Perceptions of Pregnancy

10:40 Morning Tea

11:00 Exercise 3: Perceptions of Childhood Health and lliness
11:40 Exercise 4: Community Responses to Pregnancy

12:20 Exercise 5: Community Responses to Childhood Death
1:00 Lunch

2:00 Exercise 6: Participants’ Perceptions of CHAMPS Activities
3:15  Afternoon Tea

3:30 Exercise 7: Valued Community Organizations That Could
Support CHAMPS

4:15 Next Steps: Staying In Touch
4:30 Closure and thanks

Food: The Support Team should arrange any food to be served
during the workshop. In general, PICK-CHAMP workshops provide
a morning continental breakfast, a morning tea/coffee break, a mid-
day lunch, and an afternoon tea/coffee break to participants. The
workshop should be carried out in a facility that would allow for meal
and break set up outside of the workshop meeting area so that food
can be ready at designated times without disturbing participants
during preparation.

Registration
The support team should have registration tables by the entrance to
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the workshop room. Participants will complete the registration
process (either by filling out the paper registration form (see
Appendix) or, preferably, by completing registration by having a
support team member enter their information into the Access
database. After completing the registration, a participant is given a
nametag that has the participant’s ID number printed on it and a
pocket file folder that contains a sheet of preprinted laser labels
along with a ballpoint pen. The support team must ENSURE that the
number printed on the labels and on the nametag matches the
participant’s ID number from the registration form.

Room Set Up

The room should be set up to allow for an easy flow between small
groups and a large group plenary. Each small group should be
clustered together, ideally around a circular table and each small
group should consist of 4-5 participants. With a maximum of 25
participants, each workshop should have no more than 5 small
groups. Participants should be grouped together to reflect diversity
in regard to age, gender, etc. There should be sufficient space in the
room to allow participants to move back and forth between their
small groups and a large group plenary area. The support team
should decide on the optimal room set-up but, in general, it should
have a design akin to this:
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The workshop meeting
room should have a set
up similar to this



Support Team’s Notes: | The Support Team should assign participants to small groups in
such a way to ensure that one participant in each group has reading
and writing proficiency to write the group’s responses to the
exercises on the index cards that are provided to each group.

A stack of 30 index cards should be provided to each group and
each card in the group’s stack should have the group’s ID number
pre-printed on it. In addition to the index cards, provide a felt-tip
marker to the person who will be writing for the group.
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Exercise 1: Describing CHAMPS Objectives to Reflect

Community Priorities

Time: 45 minutes (9:15-10:00)

Equipment:
* Index Cards per small group
* Markers for each participant
* Digital Voice Recorder

Moving naturally from introductions, the facilitator works with
participants to describe CHAMPS objectives using the frameworks
and contexts intrinsic to the community.

Objective: To identify the commonalities between community
priorities and the objectives of the CHAMPS Program.

Break the group into small groups of 4-5 people each. The facilitator
reads the following out loud to participants:

* The purpose of CHAMPS is to understand how and why
children get sick and why some of them die. The knowledge
gained through CHAMPS will allow health officials to develop
programs and services to address those causes—if these
officials know what kills children or causes complications
during pregnancy then they can do something about it.

We want your perspectives about these two priorities for

CHAMPS:

1) To understand how and why children get sick and die.

2) To use the information we find out to come up with
programs that will cause less illness and fewer deaths in
children. (HIGHLIGHT THIS OBJECTIVE)

Imagine that you have the task of explaining to the people in
your own community why these two CHAMPS priorities are
important. What would you say?

Step 1: Ask each small group to create a key message they would
give to explain the importance of item #1 if they were that health
official. First, all members in each small group should take 5-10
minutes to discuss this step and to create the messages through
theat discussion. Second, one participant will write down in a
sentence or two that key message on an index card provided.
Encourage them to use messages that would resonate in their
community by using cultural or religious ideas or stories. Each group
may write up to two responses for item #1 (one per card). Ask
participants to do the same thing with item #2.

When finished, each group should have 1 or 2 key messages that
re-enforce the two CHAMPS priorities (a total of 2-4 key messages).
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This exercise begins in
the small groups. After
each small group has
created up to 2
messages to support the
2 CHAMPS objectives,
the participants will move
into the large group.

Work with the facilitator
to begin moving
participants into the large
group by 9:40.



Support Team’s Notes:

The plenary discussion
should be tape recorded
so that any important
perspectives were
provided during the
plenary discussion can
be captured.

After the key messages
are decided, the support
team gathers all of the
index cards laid out on
the floor (each of these
cards should have the
number corresponding to
the group that wrote the
message pre-printed on
the card). The team also
gathers the six index
cards that contain the
most powerful key
messages. All cards
should be bundled
together and placed into
the manila envelop pre-
labeled “Exercise 1.” The
envelope should be
closed and sealed if data
entry is to happen later
offsite.

Step 2: The small groups gather back together in plenary. Cards are
collected from each small group and then laid out one at a time on
the floor, starting with the cards for item 1. When a card repeats
what a previous card has said, it is laid down above its namesake.

Clearly the facilitator needs to group together words that express the
same message even if they are different words.

In this way a ‘bar graph’ of the key messages that re-enforce the
activities of item #1 is created.

The process is repeated with item #2.

Recorded discussion. The facilitator leads participants through a
discussion of the messages that were written. What are participants’
perceptions about the messages? Which are more powerful? Are
there any disagreements? What makes these messages powerful?

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
messages for item #1 to identify the 3 most powerful key
messages that support item #1. The facilitator should write down
each of those messages, one per card, on index cards and label
each card as Key Message to Support #1. This process is repeated
for item #2 (the cards should be labelled Key Message to Support
#2).

Output:

A participant-driven list of messages based on community norms
and language that re-enforce the objectives of CHAMPS with the
three most powerful messages identified.
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Exercise 2: Perceptions of Pregnancy

Time: 40 minutes (10:00-10:40)

Equipment:
* Index cards for each small group
* 3 sheets of newsprint
* Tape recorder

Objective:This exercise focuses on naming the community’s
perceptions about the things that contribute to healthy pregnancy.
This exercise involves three clear steps.

Flowing naturally from the discussion in Exercise 1, the facilitator
informs participants that one way CHAMPS will achieve the first
objective listed in that exercise is to learn more about the things that
help women deliver healthy children when they get pregnant.

Step 1: Participants move back into their same small groups. They

are asked to discuss the answer to the question:

* What do you consider to be the three most important factors that
contribute to healthy pregnancies for women in your community?

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards (one answer per card). The facilitator collects these
cards and then lay them out in a place on the floor where all small
group participants can observe. When a card repeats what a
previous card has said, it is laid down above its namesake.

Clearly the facilitator needs to group together words that express the
same factor even if they are different words (eg. nutrition = good
food = healthy food = food; knowledge = education =
understanding; etc.) In this way a ‘bar graph’ of the key factors that
the participants believe cause healthy pregnancies is created, and
the participants can see what they themselves believe to be the key
factors. The cards are left on the floor for step 2.

Step 2. The first exercise is repeated, but the question is changed.

Now as they work again in their small groups, participants are asked

to write down the answer to the question:

* What do you consider to be the three most important factors that
cause complications during pregnancy for women in your
community?

A representative of the group writes down the group’s answers on

the three cards (one per card). These cards are collected and then
laid out on the floor alongside the earlier set. When a card repeats
what a previous card has said, it is laid down above its namesake.
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Support Team’s Notes:

This exercise moves
back and forth between
the small groups and the
plenary.

Work with the facilitator
to begin moving
participants into the final
large group gathering by
10:25.



Support Team’s Notes:

When the exercise is
complete, the support
team should gather all
the cards generated for
“factors that contribute to
a healthy pregnancy” and
bundle them together.
Then, they should gather
all the cards generated
for “factors that cause
complications in
pregnancy” and bundle
them together. Finally,
they should gather the
newsprint containing the
“key factors” written by
the facilitator. The three
items should be placed in
the manila envelope
labelled exercise 2. The
envelope should be
closed and sealed if data
entry is to happen later
offsite.

Again the facilitator will need to group ‘ideas’ rather than exact words
together.

In this way a ‘bar graph’ of the key factors that the participants
believe cause sickness is created, and the participants can see what
they themselves believe to be the key factors.

Recorded discussion. Through probing questions participants are
engaged in reflective discussion on the reasons that certain factors
are more significant than others. This should be recorded by tape
recorder for later transcription as it is likely to contain key insights.

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
factors that affect healthy pregnancy — either positively or negatively.
This requires some lateral thinking as for example the following list
may be generated (votes in brackets):

Healthy Pregnancy
Good health care (9)
Nutrition (6)
Faith in God (5)
Good sanitation (5)
Knowledge (3)
Water (2)

Medicine (2)

Complicated pregnancy
Sickness (9)

Poverty (7)

Pollution (6)

Bad nutrition (5)

Ignorance (3)

No employment (1)

No health facilities close by (1)

Food is a clear factor for a healthy pregnancy and bad nutrition a
factor in a complicated pregnancy — but clearly they express the
same idea, and so only one word is chosen. Likewise, ignorance
and knowledge express the same idea. Depending on how people
understand pollution, it may be the flip-side of good sanitation.
Thus, after some discussion, the participants agree on a combined
set of five or six key factors contribute to healthy pregnancies in the
community. In the above case these would probably be:

Nutrition

Knowledge

Against Poverty

Against Pollution

Medicine and health facilities

The facilitator should write these responses down on the newsprint.

Output:
A participant driven list of factors that impact pregnancy

Following the completion of this exercise, participants will break for
morning tea until 11:00 AM
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Exercise 3: Perceptions of Childhood Health and lliness

Support Team’s Notes:

Time: 40 minutes (11:00-11:40) This exercise moves
back and forth between
Equipment: the small groups and the
* A marker pen for each participant plenary.
* 6 index cards for each small group
» 3 sheets of newsprint Work with the facilitator
» Tape recorder to begin moving
participants into the final
Objective: large group gathering by

This exercise focuses on naming the community’s perceptions about 11:25.
the things that affect children’s health: the things that help children
be healthy or the things that may make children sick. This exercise
involves three clear steps and the process is identical to exercise 2
above with a different topic.

Step 1: Still in their same small groups, participants asked to write

down the answer to the question:

* What do you consider to be the three most important factors that
contribute to the health of children in your community? Write
down these factors (one per card) in a few words or a short
phrase.

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards. These cards are collected and then laid out in a place
on the floor where all small group participants can observe. When a
card repeats what a previous card has said, it is laid down above its
namesake.

Clearly the facilitator needs to group together words that express the
same factor even if they are different words. In this way a ‘bar graph’
of the key factors that the participants believe cause good health is
created, and the participants can see what they themselves believe
to be the key factors. The cards are left on the floor for step 2.

Step 2. The first exercise is repeated, but the question is changed.

Now as they work again in their small groups, participants are asked

to write down the answer to the question:

* What do you consider to be the two key factors that cause
children to become ill or die in your community? Write down
these factors (one per card) in a few words or a short phrase.

A representative of the group writes down the group’s answers on
the three cards. These cards are collected and then laid out on the
floor alongside the earlier set. When a card repeats what a previous
card has said, it is laid down above its namesake. Again the
facilitator will need to group ‘ideas’ rather than exact words together.

In this way a ‘bar graph’ of the key factors that the participants
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Support Team’s Notes:
When the exercise is
complete, the support
team should gather all
the cards generated for
“factors that contribute to
the health of children”
and bundle them
together. Then, they
should gather all the
cards generated for
“factors that cause
children to become ill or
die” and bundle them
together. Finally, they
should gather the
newsprint containing the
“key factors” written by
the facilitator. The three
items should be placed in
the manila envelope
labelled exercise 3. The
envelope should be
closed and sealed if data
entry is to happen later
offsite.

believe cause sickness is created, and the participants can see what
they themselves believe to be the key factors.

Recorded discussion. Through probing questions participants are
engaged in reflective discussion on the reasons that certain factors
are more significant than others. This should be recorded by tape
recorder for later transcription as it is likely to contain key insights.

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
factors that contribute to childhood health — either positively or
negatively. Thus, after some discussion, the participants agree on a
combined set of five or six key factors that contribute to healthy
children in the community. The list will be similar to the one
generated in exercise 2. The facilitator should write these responses
down on the newsprint.

Output:
A participant driven list of factors that impact childhood health,
illness, and death.

46



Exercise 4: Community Responses to Pregnancy

Time: 40 minutes (11:40-12:20)

Equipment:
* Index cards for each small group
* Sheets of newsprint
* Tape recorder

Objective:
To create a participant-driven list of the most important things the
community does when a woman becomes pregnant.

The facilitator leads participants through three steps:
Step 1: Ask each group to answer the following question:

* What are the three most important things that happen in your
community when a woman becomes pregnant? How does
your community respond to the news of the pregnancy?

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards (one response per card).

Step 2: Bring the small groups back together into plenary. Ask each
group to read aloud and elaborate on the three most important
things that happen in the community when a woman becomes
pregnant. Have each group simply present their items; facilitators
should allow questions for clarification but should not allow for any
discussions about which items are most important until all groups
have presented.

As each group reads their cards, the facilitator places them onto the
floor one at a time without further comment. This continues until
each group has completed naming their list. If there is a duplicate
card among the groups, place it with the other like cards. If you think
two cards are similar, ask the group to decide whether they
represent the same thing; if so, place the cards to together and if
not, leave them separate.

Step 3: After all small groups have named their three items, ask the
large group to decide on the list of the essential things that are done
when a woman becomes pregnant (as in earlier, this process should
generate a list of 4-6 items). The facilitator should write these items
on the newsprint. Once this list is generated, ask the group to
discuss why these items are important.

Output:

A participant-driven list of important things done in the community
with the key 4-6 things named in rank order.
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Support Team’s Notes:

This exercise begins in
small groups and
concludes in plenary.
Participants move only
once.

When the exercise is
complete, the support
team should gather all
the cards generated in
the small groups
detailing the three most
important things that
happen in the community
when a woman gets
pregnant. They should
also gather the newsprint
containing the essential
things done written by
the facilitator. Both items
should be placed in the
manila envelope labelled
exercise 4. The envelope
should be closed and
sealed if data entry is to
happen later offsite.



Exercise 5: Community Responses to Childhood Death

Support Team’s Notes:

This exercise begins in
small groups and
concludes in plenary.
Participants move only
once.

When the exercise is
complete, the support
team should gather all
the cards generated in
the small groups
detailing the three most
important things that
happen in the community
when a child gets dies.
They should also gather
the newsprint containing
the essential things done
written by the facilitator.
Both items should be
placed in the manila
envelope labelled
Exercise 5. The envelope
should be closed and
sealed if data entry is to
happen later offsite.

Time: 40 minutes (12:20-1:00)

Equipment:
* Index cards for each small group
* Sheets of newsprint
e Tape recorder

Objective:
To create a participant-driven list of the most important things the
community does when a child dies.

The facilitator leads participants through three steps:
Step 1: Ask each group to answer the following question:

* What are the three most important things that happen in your
community when a child dies? This would include children
who die during the birth process, children who are stillborn,
or any child who dies before their fifth birthday. How does
your community respond to the news of the death?

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards (one response per card).

Step 2: Bring the small groups back together into plenary. Ask each
group to read aloud and elaborate on the three most important
things that happen in the community when a child dies. Have each
group simply present their items; facilitators should allow questions
for clarification but should not allow for any discussions about which
items are most important until all groups have presented.

As each group reads their cards, the facilitator places them onto the
floor one at a time without further comment. This continues until
each group has completed naming their list. If there is a duplicate
card among the groups, place it with the other like cards. If you think
two cards are similar, ask the group to decide whether they
represent the same thing; if so, place the cards to together and if
not, leave them separate.

Step 3: After all the small groups have named their three items, ask
the large group to decide on the list of the essential things that are
done when a woman becomes pregnant (as in earlier, this process
should generate a list of 4-6 items). The facilitator should write
these items on the newsprint. Once this list is generated, ask the
group to discuss why these items are important.
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After the exercise is complete, announce the lunch break. Before
participants break, remind them to return in one hour. Inform
participants that you will be available to talk during lunch if they
would like to discuss any feelings that have arisen for them. Assess
whether the cultural norm is to offer a blessing of the food or some
other ritual such as handwashing prior to lunch. If a blessing is
custom, ask for a volunteer from among the participants to lead the
group in a blessing; if handwashing or other ritual is custom, provide
the time to carry it out.

Output:

A participant-driven list of important things done in the community
with the key 4-6 things named in rank order.
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Support Team’s Notes:

While the participants are
at lunch, the support
team should take time to
hang the three matrices
for exercise 6.



Exercise 6: Participants’ Perception of CHAMPS

Support Team’s Notes:
This exercise is different
from all others and the
support team’s role is
different.

Activities

Time: 75 minutes (2:00-3:15)

Equipment:
* Participants’ labels (handed out at beginning of the day)
e 3 pre-printed matrices on newsprint

Objective:
To assess perceptions of the level of alignment or tension between
CHAMPS activities and community priorities and perceptions.

This exercise has two parts. The first step identifies general
alignment or tension between participants’ perceptions and
CHAMPS activities. The second step provides more specific
contexts for determining alignments or tensions between CHAMPS
activities and participants’ perceptions.

PART ONE
Read the following aloud to participants:
We began the day by examining the objectives for CHAMPS. As a
reminder, they are:
1) To understand how and why children get sick and die.
2) To use the information we find out to come up with
programs that will cause less illness and fewer deaths in
children. (Highlight this objective)
(have these two priority items listed on two separate sheets
of newsprint with both visible)
Now we want to discuss what needs to be done in order for the
CHAMPS program to meet its objectives. In general, CHAMPS will
need to carry out two activities in both hospital and community
settings.

For the first activity we will talk with women who are currently
pregnant or have recently been pregnant. We will only talk with
women who want to talk with us and will talk with them in both
healthcare and community settings. We want to learn from women
themselves the things that may have affected their pregnancy or the
birth of their child. We want to hear about both things that helped
and things that caused problems during pregnancy for all women.
Finally, in the unfortunate case that the pregnancy results in a
stillbirth, we want to learn about the kinds of health services will be
helpful to mothers and will lead to positive birth outcomes.

For the second activity we will speak with some of the parents in

your community who will have just experienced the death of their

child. With their permission, we will gather small samples from the

body of their child after the child’s death. We will speak with parents

either in hospital or at their home. Studying these samples will

improve our accuracy in figuring out the things that cause children to
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die so that we help children live longer and healthier lives

Ask participants for if they have any questions for information or
clarification. If they want to offer their opinions (instead of asking
questions of fact) then assure them that the purpose of this exercise
is to hear those opinions but ask them to wait a few moments until all
questions are answered first.

Once all questions have been answered, instruct participants to
gather around the following two matrices taped to the wall:

CHAMPS Activity: How does this CHAMPS activity fit with our community’s priorities?
Talking with

women who are It fits with our community It does not fit with our community

pregnant or who
recently delivered
a child.

How does this CHAMPS activity fit with our community’s priorities?

CHAMPS Activity: It fits with our community It does not fit with our community
With parents’
consent, gather
samples from the
body of a child
who recently died.

Step 1: If they don’t have an opinion, they don’t have to add the
sticker. Participants will have a sheet of stickers in their participant
folders (each sticker on that sheet will be pre-printed with each
participant’s unique ID). A participant will place her/his sticker in the
box labelled “It fits with our community” if s/he believes that the
CHAMPS activity aligns with community priorities and norms. If he
or she believes that the CHAMPS activity is in tension with
community priorities and norms the participant will place a sticker in
the box labelled “It does not fit with our community.” Participants
should place one sticker on each matrix (in either of the two boxes of
that matrix). They will place a total of two stickers on the matrices.

Step 2: After all participants have placed their two stickers, the
facilitator should lead the participants in a discussion. In general,
does the group believe that each CHAMP activity aligns with or is in
tension with community priorities and norms? Why?

Output from part one:
A matrix showing alignment or tension between CHAMPS activities
and community priorities.

PART TWO
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Support Team’s Notes:

The support team should
have hung these two
matrices up on the wall
prior to the start of this
exercise.



Support Team’s Notes:
A support team member
will be stationed under
each sign, three people
in all. The person under
the “Agree” sign will have
20 sheets of paper. The
first page will be labelled
“Proposition 1: AGREE,”
the second labelled
“Proposition 2: AGREFE”
and so on. The team
members under the
Disagree” and
“Uncertain” signs will
have a set of 20 sheets
labelled similarly. As
each proposition is read
aloud, participants will
place their sticker on the
sheet corresponding to
their answer. Support
team members will need
to make sure that they
are displaying the sheet
that corresponds to the
current proposition as it
is read. Atthe end of the
proposition exercise,
each support team
member will have 20
sheets of paper filled with
participants’ stickers.
Each set of papers
should be bundled and
the three bundled sets
should be placed in a
large manila envelope
labelled “Exercise 6.” In
addition, the two
matrices should be taken
down off the wall,
carefully folded and
place in the envelope.

During the break, the
support team should
hang the two pre-printed
matrices for exercise 7.

The facilitator naturally moves the discussion from general
perceptions of alignment and tension by telling participants that in
part two will they will have an opportunity to give more specific
information about alignment and tension. Prominently displayed on
the walls are three signs:

The participants are asked to respond to a series of 20 propositions
(not questions), which are read out clearly by the facilitator, by
moving, in silence, to stand beneath the sign that best represents
their response to the statement. Three workshop team members will
be stationed beside the three signs, one per sign. Each of those
team members will have 20 sheets of paper with one proposition
printed on each sheet. As each participant moves to a sign in
response to their own opinion about the proposition that was read,
they will place a sticker with their unique ID number on the team
member’s sheet for that particular proposition.

The numbers for each group (AGREE, DISAGREE, and
UNCERTAIN) are calculated and written up on newsprint for each
proposition AS THE EXERCISE IS CARRIED OUT. The participants
remain under the sign while the next proposition is read out and then
move.

This process should be done as silently as possible — the
participants should not discuss their responses among each other.
(See the list of propositions on the next page)

Once all propositions have been read and participants have
responded to each with “AGREE,” “DISAGREE,” or “UNCERTAIN”
the facilitator should lead the participants in a general discussion of
the activity. Begin by de-briefing the activity. What were the
participants’ impressions? Are any of the group’s responses striking
or surprising? After thinking about these 20 propositions, did any
participants change their mind about the acceptability of the
CHAMPS surveillance activities? If so, why?

Output from part two:

A profile of participants’ perceptions about CHAMPS activities

across five categories:

1. Acceptability/Value

2. General acceptability of MITS even if there is personal
discomfort

3. Beliefs about childhood death, burial, and MITS

4. Beliefs about pregnancy, childhood illness/death, & medical care

5. The value of surveillance and research

Following this exercise, inform participants that there will be a

fifteen-minute break. Encourage them to speak with you if they want
to talk about any aspect of this exercise.
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Acceptability/Value

General acceptability of MITS even if there is personal discomfort
Beliefs about childhood death, burial, and MITS

Beliefs about pregnancy, childhood iliness/death, and medical care
The value of surveillance and research

Category

Proposition

2. Itis wrong to remove small samples of tissue from a child after she has died even if tests
done on that tissue could tell you how she died.

4. A woman should not be asked about what’s happening during her pregnancy because that
information is private.

6. The information gained from tissue samples is worthwhile because this knowledge could
help us improve child survival.

8. If we know what happens to women during their pregnancy, we can figure out what to do to
help women have safe pregnancies and give birth to healthy children.

10. In my opinion, | don’t think any parent should ever agree to let tissue samples be collected
from the body of their child after that child has died.

12. Our community owes a debt of gratitude to parents who consent to the removal of tissue
from their child’s bodies when they die because these parents are helping other children to
live.

14. Even if | didn’t agree to have tissue samples collected from my child’s body, I still think the
knowledge we gain through this work is important for helping us fight childhood illness and
death.

16. Even if | might not want to answer questions about my own pregnancy (or wouldn’t want my|
wife to), | am glad that other women in the community are doing so if it contributes to
healthier pregnancies.

18. Medicine and science may help us care for a child’s body during life but care for a child’s
body at death is the work of faith and of God alone.

20. 1 would not agree to any kind of procedure if it meant that | could not bury my child
according to my faith or tradition.

22. We can collect tissue samples and still be able to bury a child with love and respect.

24. Collecting tissue samples shows a family’s love for a child who has died and for all the
children in our community because it gives us knowledge that could help children be
healthier.

26. All women in our community who are pregnant should be seen at a health centre to make
sure there are no problems during their pregnancy.

28. While medical care for pregnant mothers and children is important, it is not easy for them to
get the care they need.

30. I rely on a healer more than a healthcare provider to help me stay healthy.

32. Healthcare providers and traditional healers both help me stay healthy. There should be no
tension between the two.

34. Knowing what causes children to get sick and what causes negative outcomes in
pregnancy would allow us to do something about them.

36. | am glad that this program is being carried out in our community. It will help improve our
health in the long run.

38. Researchers only care about the information they collect. They don’t care about improving
the health of our community.

40. While CHAMPS activities focus on sickness and death, they are being carried out in order

to improve our health and our living.
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Exercise 7: Valued Community Organizations That

Could Support CHAMPS

Time: 45 minutes (3:30-4:15)

Equipment:
* Index cards for each small group
* Two pre-printed matrices on newsprint

Task 1: Generate a list of valued community organizations and
leaders in the community

After break, participants gather back into their small groups. The
facilitator directs participants to two matrices on the wall:

CHAMPS Activity:
Talking with
women who are Who would be a Champion for this activity?
pregnant or who
recently delivered
a child.

CHAMPS Activity:
With parents’
consent, gather
samples from the
body of a child
who recently died.

Who would be a Champion for this activity?

Ask each group to write down the best community resources that
might be a good partners to work with CHAMPS staff to carry out the
CHAMPS activity that was named (up to five organizations/
individuals for each group). The group may name an organization or
an individual. The facilitator then reads the list of organizations or
individuals aloud, placing the cards on the floor as each one is read.
Any duplicate cards are placed above the existing cards, creating a
bar graph on the floor. After all the valued organizations have been
named, record the top five on the newsprint along with the number of
responses given for each organization.

Output: A participant driven list of local community organizations that
are important resources for the community to respond to the death of
a child that participants also identify as potentially supporting one or
more CHAMPS activities.
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Support Team’s Notes:

The support team should
have created these
matrices prior to the
workshop.

After the exercise is
complete, gather
together the index cards
that correspond to each
matrix, bundle and label
them. Place both sets of
cards into a large manila
folder labelled “Exercise
7.” The envelope should
be closed and sealed if
data entry is to happen
later offsite.



Next Steps: Staying In Touch

Support Team’s Notes:
The workshop is
completed. Before
adjourning, the facilitator
should invite participants
to stay in touch with
CHAMPS to receive
updates on findings,
future events, and
community meetings.

Time: 15 minutes (4:15-4:30)

At this point the workshop is completed. Explain that this is one of
the first activities being carried out by CHAMPS and that the
CHAMPS team would like to stay in touch with the participants. Ask
participants if they would like to continue to receive information about
CHAMPS, including information of the findings, periodic newsletters,
and invitations to future community meetings in which CHAMPS staff
provide updates to the community. If so, have participants complete
a “Stay In Touch” Card.

Adjourn the workshop with your thanks and gratitude and remain in

the front of the room so that participants can speak with you
individually if they would like.
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Section 8: PICK-CHAMP: Community Leaders

Workshop
FACILITATOR GUIDE

As noted above, PICK-CHAMP will be used with two groups,
namely, local community members and local community leadership.
While it is not always possible to be exclusive in this process,
attention is drawn to issues of power and domination when
community leaders are present in gatherings with ordinary
community members. Facilitators may realize that a participant in the
community members workshop is, indeed, a community leader. If
this occurs, then special care needs to be taken to limit possible
domination or deference through skilful facilitation. By the same
token, in certain contexts there is a power differential between men
and women, and between elders and younger members of the
community — and sensitivity will need to be exercised, such as
providing different small groups for free discussion and participation.

Location.This PICK-CHAMP needs to be undertaken in a local
community setting such as a community centre, church or mosque,
or health facility. If necessary, workshops can be held outside
Chairs, shade, open floor space, and walls are important.

ParticipantsThe workshop is most effective with between 20 and 25
people representing a good mix of gender, age, class, and religious
perspectives. While bias can never be fully avoided, it is crucial that
the PICK-CHAMP facilitators work on the invitations to ensure broad-
based participation and non-domination by a certain segment of the
community.

Materials:

1. Registration list: Form for people to fill in when they register
(may also be completed on a laptop using the Access
program)

30 consent forms (1 form per person, plus extras as needed)

Ballpoint pens: 25-30 (one per participant plus some extras in

case pens are lost)

4. Felt-tip marker pens: 10 (at least one per small group plus
some extras for use by facilitators and support team during
exercises)

5. Newsprint: 50 sheets

6. 30 pocket folders (one for each participant with extras as
needed)

7. 15 large, sealable manila envelopes. Six of these should be
pre-labeled for exercises 1-6. The remainder are extras as
needed.

8. Masking tape: 2 rolls

9. A box of large rubber bands

10. 20 index cards/participant, pre-labeled with participant ID

11. Voice recorder: at least one with decent microphones to pick
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Facilitator’s Notes:

This section provides a
brief description of the
groups who participate in
PICK-CHAMP
workshops and identifies
the key purposes of the
two PICK-CHAMP
workshops.



Facilitator’s Notes:
up discussion

12. Large Post-It Notes (approximately 10/participant)

13. Extra batteries for the voice recorder.

14. File box: A box to store the completed forms, as well as
newsprint etc.

Ethics and consent

PICK-CHAMP is research with human subjects. It is crucial that
participants are informed about the meaning and implication of the
research, and that they consent to being involved, to having their
ideas used by others, and to having their photographs taken.

Agenda
The community leader PICK-CHAMP unfolds as follows

8:30 Participants arrive and fill in the registration form
Continental breakfast provided

9:00 Welcome and Introduction
Signing of consent form

9:15 Exercise 1: Commonalities Between CHAMPS Objectives
and Community Priorities

10:00 Exercise 2: Perceptions of Pregnancy
10:45 Morning Tea
11:00 Exercise 3: Perceptions of Childhood Health and lliness

11:45 Exercise 4: What are the Roles of Community Leaders in
Response to Pregnancy and Childhood Death

12:30 Lunch

1:30 Exercise 5: Leaders’ Perceptions of CHAMPS Activities
2:30 Afternoon Tea

2:45 Exercise 6: Building Support for CHAMPS

3:45 Next Steps: Staying In Touch

4:00 Closure and thanks
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Exercise 1: Describing CHAMPS Objectives to Reflect

Community Priorities

Time: 45 minutes (9:15-10:00)

Equipment:
* 4 Index Cards per participant
* Markers for each participant
* Digital Voice Recorder

Moving naturally from introductions, the facilitator works with
participants to describe CHAMPS objectives using the frameworks
and contexts intrinsic to the community.

Objective:
To identify the commonalities between community priorities and the
objectives of the CHAMPS Program.

Break the group into small groups of 4-5 people each. The facilitator
reads the following out loud to participants:

* The purpose of CHAMPS is to understand how and why
children get sick and why some of them die. The knowledge
gained through CHAMPS will allow health officials to develop
programs and services to address those causes—if these
officials know what kills children or causes complications
during pregnancy then they can do something about it.

We want your perspectives about these two priorities for

CHAMPS:

1) To understand how and why children get sick and die.

2) To use the information we find out to come up with
programs that will cause less illness and fewer deaths in
children. (HIGHLIGHT THIS OBJECTIVE)

(have these two priority items listed on two separate sheets

of newsprint with both visible)

As a community leader, imagine that you have the task of
explaining to the people in your own community why these
two CHAMPS priorities are important. What would you say?

Step 1: Ask each participant to craft a message they would give to
communicate the importance of priority one as a community leader.
Ask participants to do the same thing with item #2.

When finished, each participant should have at least 2 key
messages that re-enforce the two CHAMPS priorities.

59

Facilitator’s Notes:

The facilitator instructs
each small group to
develop a set of key
messages and then
works with the entire
group to decide on the
three most powerful
key messages.

The facilitator should
check with the note-taker
for each small group to
ensure that s/he
understands her or his
role.

The facilitator should be
prepared to offer an
example to help
participants begin the
discussion if needed



Facilitator’s Notes:

Step 2: Cards are collected from each small group and then laid out
one at a time on the floor, starting with the cards for item 1. When a
card repeats what a previous card has said, it is laid down above its
namesake.

Clearly the facilitator needs to group together words that express the
same message even if they are different words.

In this way a ‘bar graph’ of the key messages that re-enforce the
activities of item #1 is created.

The process is repeated with item #2.

Recorded discussion. The facilitator leads participants through a
discussion of the messages that were written. What are participants’
perceptions about the messages? Which are more powerful? Are
there any disagreements? What makes these messages powerful?

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
messages for item #1 to identify the 3 most powerful key
messages that support item #1. This process is repeated for item
#2

Output:

A participant-driven list of messages based on community norms
and language that re-enforce the objectives of CHAMPS with the
three most powerful messages identified.
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Exercise 2: Perceptions of Pregnancy

Time: 45 minutes (10:00-10:45)

Equipment:
* A marker pen for each participant
* 6 index cards for each participant
* 3 sheets of newsprint
* Tape recorder

Objective:

This exercise focuses on naming the community’s perceptions about
the things that contribute to healthy pregnancy. This exercise
involves three clear steps.

Flowing naturally from the discussion in Exercise 1, the facilitator
informs participants that one way CHAMPS will achieve the first
objective listed in that exercise is to learn more about the things that
help women deliver healthy children when they get pregnant.

Step 1: Participants move back into their same small groups. They

are asked to discuss the answer to the question:

* What do you consider to be the three most important factors that
contribute to healthy pregnancies for women in your community?

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards (one answer per card). The facilitator collects these
cards and then lay them out in a place on the floor where all small
group participants can observe. When a card repeats what a
previous card has said, it is laid down above its namesake.

Clearly the facilitator needs to group together words that express the
same factor even if they are different words (eg. nutrition = good
food = healthy food = food; knowledge = education =
understanding; etc.). In this way a ‘bar graph’ of the key factors that
the participants believe cause healthy pregnancies is created, and
the participants can see what they themselves believe to be the key
factors. The cards are left on the floor for step 2.

Step 2. The first exercise is repeated, but the question is changed.
Now as they work again in their small groups, participants are asked
to write down the answer to the question:

* What do you consider to be the three most important factors that
cause complications during pregnancy for women in your
community?

A representative of the group writes down the group’s answers on

the three cards (one per card). These cards are collected and then

laid out on the floor alongside the earlier set. When a card repeats
what a previous card has said, it is laid down above its namesake.
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Facilitator’s Notes:

Note facilitator’s
leadership roles here:

Provide instructions
(two topics)
Process findings for
each topic.

Develop a list of 4-6
most important
factors that
contribute to healthy
pregnancies. This
requires the
facilitator to look for
linkages between
the two separate
lists generated
earlier in the
exercise.



Facilitator’s Notes:

Again the facilitator will need to group ‘ideas’ rather than exact words
together.

In this way a ‘bar graph’ of the key factors that the participants
believe cause sickness is created, and the participants can see what
they themselves believe to be the key factors.

Recorded discussion. Through probing questions participants are
engaged in reflective discussion on the reasons that certain factors
are more significant than others. This should be recorded by tape
recorder for later transcription as it is likely to contain key insights.

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
factors that affect healthy pregnancy — either positively or negatively.
This requires some lateral thinking as for example the following list
may be generated (votes in brackets):

Healthy Pregnancy Complicated pregnancy

Good health care (9) Sickness (9)

Nutrition (6) Poverty (7)

Faith in God (5) Pollution (6)

Good sanitation (5) Bad nutrition (5)

Knowledge (3) Ignorance (3)

Water (2) No employment (1)

Medicine (2) No health facilities close by (1)

Food is a clear factor for a healthy pregnancy and bad nutrition a
factor in a complicated pregnancy — but clearly they express the
same idea, and so only one word is chosen. Likewise, ignorance
and knowledge express the same idea. Depending on how people
understand pollution, it may be the flip-side of good sanitation.
Thus, after some discussion, the participants agree on a combined
set of five or six key factors contribute to healthy pregnancies in the
community. In the above case these would probably be:

Nutrition

Knowledge

Against Poverty

Against Pollution

Medicine and health facilities

The facilitator should write these responses down on the newsprint
for use in exercise 4. Write largely as that exercise will require
participants to place cards next to these factors.

Output:
A participant driven list of factors that impact pregnancy

Following the completion of this exercise, participants will break for
morning tea until 11:00 AM
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Exercise 3: Perceptions of Childhood Health and lliness

Time: 45 minutes (11:00-11:45)

Equipment:
* A marker pen for each participant
* 6 index cards for each small group
* 3 sheets of newsprint
* Tape recorder

Objective:

This exercise focuses on naming the community’s perceptions about
the things that affect children’s health: the things that help children
be healthy or the things that may make children sick. This exercise
involves three clear steps and the process is identical to exercise 2
above with a different topic.

Step 1: Participants are asked to write down the answer to the

question:

* What do you consider to be the three most important factors that
contribute to the health of children in your community? Write
down these factors (one per card) in a few words or a short
phrase.

These cards are collected and then laid out in a place on the floor
where all participants can observe. When a card repeats what a
previous card has said, it is laid down above its namesake.

Clearly the facilitator needs to group together words that express the
same factor even if they are different words. In this way a ‘bar graph’
of the key factors that the participants believe cause good health is
created, and the participants can see what they themselves believe
to be the key factors. The cards are left on the floor for step 2.

Step 2. The first exercise is repeated, but the question is changed.

Now participants are asked to write down the answer to the question:

* What do you consider to be the two key factors that cause
children to become ill or die in your community? Write down
these factors (one per card) in a few words or a short phrase.

These cards are collected and then laid out on the floor alongside
the earlier set. When a card repeats what a previous card has said,
it is laid down above its namesake. Again the facilitator will need to
group ‘ideas’ rather than exact words together.

In this way a ‘bar graph’ of the key factors that the participants
believe cause sickness is created, and the participants can see what
they themselves believe to be the key factors.

Recorded discussion. Through probing questions participants are
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Facilitator’s Notes:

This exercise will likely
take less time than
exercise 2 did because
participants will be
familiar with the process.

The process is quite
similar.



Facilitator’s Notes:

engaged in reflective discussion on the reasons that certain factors
are more significant than others. This should be recorded by tape
recorder for possible transcription as it is may contain key insights.

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
factors that contribute to childhood health — either positively or
negatively. Thus, after some discussion, the participants agree on a
combined set of five or six key factors that contribute to healthy
children in the community. The list will be similar to the one
generated in exercise 2. The facilitator should write these responses
down on the newsprint for use in exercise 4. Write largely as that
exercise will require participants to place cards next to these factors.

Output:
A participant driven list of factors that impact childhood health,
illness, and death.
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Exercise 4: What are the Roles of Community Leaders
in Response to Pregnancy and Childhood Death?

Time: 45 minutes (11:45-12:30) Facilitator’s Notes:

Equipment:

* A marker pen for each participant

* 6 index cards for each small group

* Tape recorder
Objective: This exercise asks participants to identify their roles and
responsibilities as leaders in addressing the factors that impact
pregnancy and childhood health/iliness (named in exercises 2 and 3)

Step 1: The facilitator shows to the participants the two sheets of
newsprint from exercises 2 and 3 that list the key factors that impact
pregnancy and childhood health/iliness. After going through the list
of key factors, the two sheets are laid out on the floor side by side.
Participants are asked to write down the answer to the question:

* As a community leader, what do you do (or what could you do)
in addressing these factors? If the factor contributes to health,
what is your role in making it available to the community? If the
factor worsens health, what is your role in minimizing it?

Participants write down three responses to the question, one
response per card. After writing their three responses, participants
place them on top of the newsprint sheets beside the factor their
response addresses. The facilitator leads participants in a discussion
of the roles identified, noting any overlaps among responses. The
cards are left on the floor for step 2.

Step 2. The facilitator then asks participants:

* How can CHAMPS support you in carrying out the roles you have
Jjust named?

Participants write down three responses to this question, one

response per cared. The cards are collected and then laid out on

the floor. When a card repeats what a previous card has said, it is

laid down above its namesake. Again the facilitator will need to

group ‘ideas’ rather than exact words together. In this way a ‘bar

graph’ of the support that CHAMPS can provide is created.

Recorded discussion. After all the cards are laid down, the facilitator
leads the participants in a discussion on the items written on the
cards. As part of that discussion, the facilitator should ask
participants specifically about their interest in working with CHAMPS
to determine next steps for CHAMPS to their suggestions.

Output:

A participant driven list of 1) leaders’ role in addressing the factors
that impact pregnancy and childhood health/iliness, and 2) the ways
that CHAMPS could support leaders in carrying out those roles.

Following this exercise, participants break for lunch until 1:30 PM.
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Exercise 5: Leaders’ Perceptions of CHAMPS Activities

Facilitator’s Notes:

NOTE: This is the most
complicated and time-
consuming exercise.

Time: 60 minutes (1:30-2:30)

Equipment:
* 1 pen per participant
* 6 index cards for participants
* Two Matrices created on newsprint that can be laid out on
the floor (see example below)

Objective: To assess the level of alignment or tension between
CHAMPS activities and community perceptions.

The facilitator reads the following aloud to participants:

* We began the day by asking you to write down important
messages that re-enforce the importance of the objectives of
the CHAMPS program—to figure out what causes children to
die and to do something about it. Now we want to discuss
what needs to be done in order for the CHAMPS program to
meet those objectives. CHAMPS would like to work with the
community to gather information on the issues that arise
during women’s pregnancies and to gather information about
what causes the death of children. We propose some
specific ways to gather this information but we also realize
that the community already does important things to
celebrate pregnancy and to mourn the death of a child. We
want to find ways to work with you to carry out our activities
while being respectful and appreciative of the things that the
community already does.

Step 1: Ask participants the following question:
=  What happens in your community when a woman finds out
she is pregnant? What happens in the family? What
happens in the broader community?
Participants are instructed to write down three responses to this
question, one response per card. They should keep the cards with
their written responses for this exercise. Allow time for all
participants to write down their responses.

The facilitator then says to participants:
In order to help women who are pregnant get good
healthcare and have services to help address problems
during pregnancy when they arise, CHAMPS staff will talk
with women who are currently pregnant or have recently
been pregnant. We will only talk with women who want to
talk with us and will talk with them in both healthcare and
community settings. We want to learn from women
themselves the things that are affecting their pregnancy or
affected the birth of their child. We want to hear about both
things that helped and things that caused problems. We want
to know from you as community leaders whether our effort.
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to talk with these women will be in tension with what the community
does to support women during pregnancy

Step Two: Introduce participants to the following matrix, which will be
laid out on the floor.

Things our community does when to celebrate a woman’s pregnancy

HIGH LEVEL OF TENSION
Talking with

women who are
pregnant or who
recently delivered

TWO DIFFERENT ACTIVITIES/ NO TENSION BUT NO ALIGNMENT

a child.
HIGH LEVEL OF ALIGNMENT

Have participants take their cards spread out on the floor and place
them one at a time onto the matrix. When all cards have been
placed on the matrix, de-brief with the participants on the process of
reaching consensus. After the de-briefing is completed, the
facilitator moves immediately to Exercise 4.

Step Three: The facilitator informs participants that they will now

focus on CHAMPS activities related to childhood illness and death.

The facilitator then reads the following aloud to participants:
We want to find out what causes children to die so that
something can be done about those things. This will mean
that fewer children would die because things could be done
to prevent those deaths. We also know that there are things
that are done in your community when a child dies. Those
things are very important. We want to find ways to work with
you to carry out our activities while being respectful and
appreciative of the things that the community does.

The facilitator then asks participants the following question:
=  What happens in your community when a child dies? What
happens in the family? What happens in the broader
community?

Participants are instructed to write down three responses to this
question, one response per card. They should keep the cards with
their written responses for this exercise. Allow time for all
participants to write down their responses.

The facilitator then says to participants:

In order to figure out the things that cause children to die
CHAMPS staff would like to speak with some of the parents
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Facilitator’s Notes:

Be sure to look out for
any surprising findings
on the matrix. Pay
special attention to
squares on the matrix
where participants
identify high alignment
between community
activities and CHAMPS
activities.



Facilitator’s Notes:

Be sure to look out for
any surprising findings
on the matrix. Pay
special attention to
squares on the matrix
where participants
identify high alignment
between community
activities and CHAMPS
activities.

in your community who will have just experienced the death of their
child. With their permission, we will gather small amounts of tissue
and blood from the body of their child within 12 hours after the child’s
death. We will speak with parents either in hospital or at their home.
Studying this tissue and blood is the only way we can accurately
figure out the things that cause children to die so that we can do
something to help other children.

Step Four: Introduce participants to the second matrix, which will be
laid out on the floor.

Things our community does when to when a child dies

With parents’ HIGH LEVEL OF TENSION

consent, gather
blood and tissue
from the body of
a child who
recently died.

TWO DIFFERENT ACTIVITIES/ NO TENSION BUT NO ALIGNMENT

HIGH LEVEL OF ALIGNMENT

Have the participants take the cards with their responses and place
them one at a time onto the matrix.

When all cards have been placed on the matrix, de-brief with the
participants. After the de-briefing is completed, the facilitator says:

Outputs: 1) A participant-driven list of community activities carried
out when a woman is pregnant ranked by the level of
alignment/tension to CHAMPS pregnancy surveillance activities, and
2) a participant-driven list of community activities carried out when a
child dies ranked by the level of alignment/tension to CHAMPS
mortality surveillance activities.

Following this exercise, participants will break for tea until 2:45 PM
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Exercise 6: Building Support for CHAMPS

Time: 1 hour (2:45-3:45)

Equipment:
* Coded index cards for participants
* 1 pen or marker per participant
*  Newsprint

Objective: Use the six messages related to CHAMPS objectives to
create/strengthen alignment between community activities and
CHAMPS activities.

Step 1: Refer participants to the key messages that were identified in
exercise 1.

Starting with a community activity from exercise 5 that is in tension
with CHAMPS activities, discuss with participants how the key
messages crafted in exercise 1 could be used to lower tension and
increase alignment. Following the discussion, ask participants to
write down on a card, one specific, concrete action step that they
could take that would use these messages to help create some level
of alignment between the community and CHAMPS activities. On
that same card, ask them if they could identify someone in the
community (it could even be the participant herself or himself) who
might be the champion of this activity.

Step 2: Continue this process with all community activities that are in
tension with CHAMPS activities.

Outcome: A participant driven list of action steps (and champions)

that align with community messages that could be undertaken to
build support for CHAMPS.
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Facilitator’s Notes:

Work to ensure that
participants identify
specific concrete
action steps that THEY
can undertake.



Next Steps: Staying In Touch

Facilitator’s Notes:

The workshop is
completed. Before
adjourning, the facilitator
should invite participants
to stay in touch with
CHAMPS to receive
updates on findings,
future events, and
community meetings.

At this point the workshop is completed. Explain that this is one of
the first activities being carried out by CHAMPS and that the
CHAMPS team would like to stay in touch with the participants. Ask
participants if they would like to continue to receive information
about CHAMPS, including information of the findings, periodic
newsletters, and invitations to future community meetings in which
CHAMPS staff provide updates to the community. If so, have
participants complete a “Stay In Touch” Card.
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Section 8: PICK-CHAMP: Community Leaders

Workshop
SUPPORT TEAM GUIDE

As noted above, PICK-CHAMP will be used with two groups,
namely, local community members and local community leadership.
While it is not always possible to be exclusive in this process,
attention is drawn to issues of power and domination when
community leaders are present in gatherings with ordinary
community members. Facilitators may realize that a participant in the
community members workshop is, indeed, a community leader. If
this occurs, then special care needs to be taken to limit possible
domination or deference through skilful facilitation. By the same
token, in certain contexts there is a power differential between men
and women, and between elders and younger members of the
community — and sensitivity will need to be exercised, such as
providing different small groups for free discussion and participation.

Location.

This PICK-CHAMP needs to be undertaken in a local community
setting such as a community centre, church or mosque, or health
facility. If necessary, workshops can be held outside Chairs, shade,
open floor space, and walls are important.

Participants
The workshop is most effective with between 20 and 25 people

representing a good mix of gender, age, class, and religious
perspectives. While bias can never be fully avoided, it is crucial that
the PICK-CHAMP facilitators work on the invitations to ensure broad-
based participation and non-domination by a certain segment of the
community.

Materials:

1. Registration list: Form for people to fill in when they register
(may also be completed on a laptop using the Access
program)

30 consent forms (1 form per person, plus extras as needed)

Ballpoint pens: 25-30 (one per participant plus some extras in

case pens are lost)

4. Felt-tip marker pens: 10 (at least one per small group plus
some extras for use by facilitators and support team during
exercises)

5. Newsprint: 50 sheets

6. 30 pocket folders (one for each part. with extras as needed)

7. 15 large, sealable manila envelopes. Six of these should be
pre-labeled for exercises 1-6. The remainder are extras as
needed.

8. Masking tape: 2 rolls

9. A box of large rubber bands

10. 20 index cards/participant, pre-labeled with participant ID

11. Voice recorder: at least one with decent mic to pick
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brief description of the
groups who participate in
PICK-CHAMP
workshops and identifies
the key purposes of the
two PICK-CHAMP
workshops.

Be sure to have all the
materials listed here
available at the
workshop.



Support Team’s Notes:

up discussion

12. Large Post-It Notes (approximately 10/participant)

13. Extra batteries for the voice recorder.

14. File box: A box to store the completed forms, as well as
newsprint etc.

Ethics and consent

PICK-CHAMP is research with human subjects. It is crucial that
participants are informed about the meaning and implication of the
research, and that they consent to being involved, to having their
ideas used by others, and to having their photographs taken.

Agenda
The community leader PICK-CHAMP unfolds as follows

8:30 Participants arrive and fill in the registration form
Continental breakfast provided

9:00 Welcome and Introduction
Signing of consent form

9:15 Exercise 1: Commonalities Between CHAMPS Objectives
and Community Priorities

10:00 Exercise 2: Perceptions of Pregnancy
10:45 Morning Tea
11:00 Exercise 3: Perceptions of Childhood Health and lliness

11:45 Exercise 4: What are the Roles of Community Leaders in
Response to Pregnancy and Childhood Death

12:30 Lunch

1:30 Exercise 5: Leaders’ Perceptions of CHAMPS Activities
2:30 Afternoon Tea

2:45 Exercise 6: Building Support for CHAMPS

3:45 Next Steps: Staying In Touch

3:45 Closure and thanks

Food

The Support Team should arrange any food to be served during the
workshop. In general, PICK-CHAMP workshops provide a morning
continental breakfast, a morning tea/coffee break, a mid-day lunch,
and an afternoon tea/coffee break to participants. The workshop
should be carried out in a facility that would allow for meal and break
set up outside of the workshop meeting area so that food can be
ready at designated times without disturbing participants.
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Registration

The support team should have registration tables by the entrance to

the workshop room. Participants will complete the registration process (either by filling out the
paper registration form (see Appendix) or, preferably, by completing registration by having a
support team member enter their information into the Access database. After completing the
registration, a participant is given a nametag that has the participant’s ID number printed on it and
a pocket file folder that contains a sheet of preprinted laser labels along with a ballpoint pen. The
support team must ENSURE that the number printed on the labels and on the nametag matches
the participant’s ID number from the registration form.

Room Set Up

The room should be set up to allow for an easy flow between small groups and a large group
plenary. Each small group should be clustered together, ideally around a circular table and each
small group should consist of 4-5 participants. With a maximum of 25 participants, each workshop
should have no more than 5 small groups. Participants should be grouped together to reflect
diversity in regard to age, gender, etc. There should be sufficient space in the room to allow
participants to move back and forth between their small groups and a large group plenary area.
The support team should decide on the optimal room set-up but, in general, it should have a
design akin to this:
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Exercise 1: Describing CHAMPS Objectives to Reflect

Community Priorities

Time: 45 minutes (9:15-10:00)

Equipment:
* 4 Index Cards per participant
* Markers for each participant
* Digital Voice Recorder

Moving naturally from introductions, the facilitator works with
participants to describe CHAMPS objectives using the frameworks
and contexts intrinsic to the community.

Objective:
To identify the commonalities between community priorities and the
objectives of the CHAMPS Program.

Break the group into small groups of 4-5 people each. The facilitator
reads the following out loud to participants:

* The purpose of CHAMPS is to understand how and why
children get sick and why some of them die. The knowledge
gained through CHAMPS will allow health officials to develop
programs and services to address those causes—if these
officials know what kills children or causes complications
during pregnancy then they can do something about it.

We want your perspectives about these two priorities for

CHAMPS:

3) To understand how and why children get sick and die.

4) To use the information we find out to come up with
programs that will cause less illness and fewer deaths in
children. (HIGHLIGHT THIS OBJECTIVE)

(have these two priority items listed on two separate sheets

of newsprint with both visible)

As a community leader, imagine that you have the task of
explaining to the people in your own community why these
two CHAMPS priorities are important. What would you say?

Step 1: Ask each participant to craft a message they would give to
communicate the importance of priority one as a community leader.
Ask participants to do the same thing with item #2.

When finished, each participant should have at least 2 key
messages that re-enforce the two CHAMPS priorities.

Step 2: Cards are collected from each small group and then laid out
one at a time on the floor, starting with the cards for item 1. When a
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Support Team’s Notes:

After the exercise, the
support should gather all
the participants’
completed cards
containing the
messages, bundle them
together, and place them
in an envelope labelled,
“Exercise #1

card repeats what a previous card has said, it is laid down above its
namesake.

Clearly the facilitator needs to group together words that express the
same message even if they are different words. In this way a ‘bar
graph’ of the key messages that re-enforce the activities of item #1 is
created.

The process is repeated with item #2.

Recorded discussion. The facilitator leads participants through a
discussion of the messages that were written. What are participants’
perceptions about the messages? Which are more powerful? Are
there any disagreements? What makes these messages powerful?

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
messages for item #1 to identify the 3 most powerful key
messages that support item #1. This process is repeated for item
#2

Output:

A participant-driven list of messages based on community norms
and language that re-enforce the objectives of CHAMPS with the
three most powerful messages identified.
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Exercise 2: Perceptions of Pregnancy

Time: 45 minutes (10:00-10:45)

Equipment:
* A marker pen for each participant
* 6 index cards for each participant
* 3 sheets of newsprint
* Tape recorder

Objective:

This exercise focuses on naming the community’s perceptions about
the things that contribute to healthy pregnancy. This exercise
involves three clear steps.

Flowing naturally from the discussion in Exercise 1, the facilitator
informs participants that one way CHAMPS will achieve the first
objective listed in that exercise is to learn more about the things that
help women deliver healthy children when they get pregnant.

Step 1: Participants move back into their same small groups. They

are asked to discuss the answer to the question:

* What do you consider to be the three most important factors that
contribute to healthy pregnancies for women in your community?

Each group discusses the question and develops three answers. A
representative of the group writes down the group’s answers on the
three cards (one answer per card). The facilitator collects these
cards and then lay them out in a place on the floor where all small
group participants can observe. When a card repeats what a
previous card has said, it is laid down above its namesake.

Clearly the facilitator needs to group together words that express the
same factor even if they are different words (eg. nutrition = good
food = healthy food = food; knowledge = education =
understanding; etc.)

In this way a ‘bar graph’ of the key factors that the participants
believe cause healthy pregnancies is created, and the participants
can see what they themselves believe to be the key factors. The
cards are left on the floor for step 2.

Step 2. The first exercise is repeated, but the question is changed.

Now as they work again in their small groups, participants are asked

to write down the answer to the question:

* What do you consider to be the three most important factors that
cause complications during pregnancy for women in your
community?

A representative of the group writes down the group’s answers on
the three cards (one per card). These cards are collected and the
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Support Team’s Notes:

When the exercise is
complete, the support
team should gather all
the cards generated for
“factors that contribute to
a healthy pregnancy” and
bundle them together.
Then, they should gather
all the cards generated
for “factors that cause
complications in
pregnancy” and bundle
them together. These
items should be placed in
the manila envelope
labelled exercise 2. The
envelope should be
closed and sealed if data
entry is to happen later
offsite

laid out on the floor alongside the earlier set. When a card repeats
what a previous card has said, it is laid down above its namesake.

Again the facilitator will need to group ‘ideas’ rather than exact words
together.

In this way a ‘bar graph’ of the key factors that the participants
believe cause sickness is created, and the participants can see what
they themselves believe to be the key factors.

Recorded discussion. Through probing questions participants are
engaged in reflective discussion on the reasons that certain factors
are more significant than others. This should be recorded by tape
recorder for later transcription as it is likely to contain key insights.

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
factors that affect healthy pregnancy — either positively or negatively.
This requires some lateral thinking as for example the following list
may be generated (votes in brackets):

Healthy Pregnancy
Good health care (9)
Nutrition (6)
Faith in God (5)
Good sanitation (5)
Knowledge (3)
Water (2)

Medicine (2)

Complicated pregnancy
Sickness (9)

Poverty (7)

Pollution (6)

Bad nutrition (5)

Ignorance (3)

No employment (1)

No health facilities close by (1)

Food is a clear factor for a healthy pregnancy and bad nutrition a
factor in a complicated pregnancy — but clearly they express the
same idea, and so only one word is chosen. Likewise, ignorance
and knowledge express the same idea. Depending on how people
understand pollution, it may be the flip-side of good sanitation.
Thus, after some discussion, the participants agree on a combined
set of five or six key factors contribute to healthy pregnancies in the
community. In the above case these would probably be:

Nutrition

Knowledge

Against Poverty

Against Pollution

Medicine and health facilities
The facilitator should write these responses down on the newsprint
for use in exercise 4. Write largely as that exercise will require
participants to place cards next to these factors.

Output:
A participant driven list of factors that impact pregnancy

Following the completion of this exercise, participants will break for
morning tea until 11:00 AM
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Exercise 3: Perceptions of Childhood Health and lliness

Time: 45 minutes (11:00-11:45)

Equipment:
* A marker pen for each participant
* 6 index cards for each small group
* 3 sheets of newsprint
* Tape recorder

Objective:

This exercise focuses on naming the community’s perceptions about
the things that affect children’s health: the things that help children
be healthy or the things that may make children sick. This exercise
involves three clear steps and the process is identical to exercise 2
above with a different topic.

Step 1: Participants are asked to write down the answer to the

question:

* What do you consider to be the three most important factors that
contribute to the health of children in your community? Write
down these factors (one per card) in a few words or a short
phrase.

These cards are collected and then laid out in a place on the floor
where all participants can observe. When a card repeats what a
previous card has said, it is laid down above its namesake.

Clearly the facilitator needs to group together words that express the
same factor even if they are different words. In this way a ‘bar graph’
of the key factors that the participants believe cause good health is
created, and the participants can see what they themselves believe
to be the key factors. The cards are left on the floor for step 2.

Step 2. The first exercise is repeated, but the question is changed.

Now participants are asked to write down the answer to the question:

* What do you consider to be the two key factors that cause
children to become ill or die in your community? Write down
these factors (one per card) in a few words or a short phrase.

These cards are collected and then laid out on the floor alongside
the earlier set. When a card repeats what a previous card has said,
it is laid down above its namesake. Again the facilitator will need to
group ‘ideas’ rather than exact words together.

In this way a ‘bar graph’ of the key factors that the participants
believe cause sickness is created, and the participants can see what
they themselves believe to be the key factors.

Recorded discussion. Through probing questions participants are
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This exercise will likely
take less time than
exercise 2 did because
participants will be
familiar with the process.
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similar.



Support Team’s Notes:

When the exercise is
complete, the support
team should gather all
the cards generated for
“factors that contribute to
the health of children”
and bundle them
together. Then, they
should gather all the
cards generated for
“factors that cause
children to become ill or
die” and bundle them
together. These items
should be placed in the
manila envelope labelled
exercise 3. The envelope
should be closed and
sealed if data entry is to
happen later offsite.

engaged in reflective discussion on the reasons that certain factors
are more significant than others. This should be recorded by tape
recorder for possible transcription as it is may contain key insights.

Step 3. Flowing directly out of the discussion, the facilitator — in
constant dialogue with the participants - draws together the key
factors that contribute to childhood health — either positively or
negatively. Thus, after some discussion, the participants agree on a
combined set of five or six key factors that contribute to healthy
children in the community. The list will be similar to the one
generated in exercise 2. The facilitator should write these responses
down on the newsprint for use in exercise 4. Write largely as that
exercise will require participants to place cards next to these factors.

Output:
A participant driven list of factors that impact childhood health,
illness, and death.
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Exercise 4: What are the Roles of Community Leaders
in Response to Pregnancy and Childhood Death?

Time: 45 minutes (11:45-12:30)
Equipment:
* A marker pen for each participant
* 6 index cards for each small group
* Tape recorder

Objective:

This exercise asks participants to identify their roles and
responsibilities as leaders in addressing the factors that impact
pregnancy and childhood health/iliness (named in exercises 2 and 3)

Step 1: The facilitator shows to the participants the two sheets of
newsprint from exercises 2 and 3 that list the key factors that impact
pregnancy and childhood health/iliness. After going through the list
of key factors, the two sheets are laid out on the floor side by side.
Participants are asked to write down the answer to the question:

* As a community leader, what do you do (or what could you do)
in addressing these factors? If the factor contributes to health,
what is your role in making it available to the community? If the
factor worsens health, what is your role in minimizing it?

Participants write down three responses to the question, one

response per card. After writing their three responses, participants

place them on top of the newsprint sheets beside the factor their
response addresses. The facilitator leads participants in a discussion
of the roles identified, noting any overlaps among responses. The

cards are left on the floor for step 2.

Step 2. The facilitator then asks participants:

* How can CHAMPS support you in carrying out the roles you have
Jjust named?

Participants write down three responses to this question, one

response per cared. The cards are collected and then laid out on

the floor. When a card repeats what a previous card has said, it is

laid down above its namesake. Again the facilitator will need to

group ‘ideas’ rather than exact words together. In this way a ‘bar

graph’ of the support that CHAMPS can provide is created.

Recorded discussion. After all the cards are laid down, the facilitator
leads the participants in a discussion. As part of that discussion, the
facilitator should ask participants specifically about their interest in
working with CHAMPS to determine next steps for CHAMPS to
respond to the items identified.

Output:

A participant driven list of 1) leaders’ role in addressing the factors
that impact pregnancy and childhood health/iliness, and 2) the ways
that CHAMPS could support leaders in carrying out those roles.

Following this exercise, participants break for lunch until 1:30 PM.
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When the exercise is
complete, the support
team should take
photographs of the
newsprint sheets with the
cards placed on
alongside each of the
identified key factors.
Then the team should
gather all the cards
generated for step 1 and
bundle them together,
the cards genderated for
step 2 and bundle them
together, and then
carefully fold the two
newsprint sheets. All of
the three items should be
placed in the manila
envelope labelled
exercise 4. The envelope
should be closed and
sealed if data entry is to
happen later offsite.



Exercise 5: Leaders’ Perceptions of CHAMPS Activities

Support Team’s Notes:

NOTE: This is the most
complicated and time-
consuming exercise.

Time: 60 minutes (1:30-2:30)

Equipment:
* 1 pen per participant
* 6 index cards for participants
* Two Matrices created on newsprint that can be laid out on
the floor (see example below)

Objective: To assess the level of alignment or tension between
CHAMPS activities and community perceptions.

The facilitator reads the following aloud to participants:

* We began the day by asking you to write down important
messages that re-enforce the importance of the objectives of
the CHAMPS program—to figure out what causes children to
die and to do something about it. Now we want to discuss
what needs to be done in order for the CHAMPS program to
meet those objectives. CHAMPS would like to work with the
community to gather information on the issues that arise
during women’s pregnancies and to gather information about
what causes the death of children. We propose some
specific ways to gather this information but we also realize
that the community already does important things to
celebrate pregnancy and to mourn the death of a child. We
want to find ways to work with you to carry out our activities
while being respectful and appreciative of the things that the
community already does.

Step 1: Ask participants the following question:
=  What happens in your community when a woman finds out
she is pregnant? What happens in the family? What
happens in the broader community?
Participants are instructed to write down three responses to this
question, one response per card. They should keep the cards with
their written responses for this exercise. Allow time for all
participants to write down their responses.

The facilitator then says to participants:
In order to help women who are pregnant get good
healthcare and have services to help address problems
during pregnancy when they arise, CHAMPS staff will talk
with women who are currently pregnant or have recently
been pregnant. We will only talk with women who want to
talk with us and will talk with them in both healthcare and
community settings. We want to learn from women
themselves the things that are affecting their pregnancy or
affected the birth of their child. We want to hear about both
things that helped and things that caused problems. We want
to know from you as community leaders whether our efforts.
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to talk with these women will be in tension with what the community
does to support women during pregnancy

Step Two: Introduce participants to the following matrix, which will be
laid out on the floor.

Things our community does when to celebrate a woman’s pregnancy

HIGH LEVEL OF TENSION
Talking with

women who are
pregnant or who TWO DIFFERENT ACTIVITIES/ NO TENSION BUT NO ALIGNMENT

recently delivered

a child.
HIGH LEVEL OF ALIGNMENT

Have participants take their cards spread out on the floor and place
them one at a time onto the matrix. When all cards have been
placed on the matrix, de-brief with the participants on the process of
reaching consensus. After the de-briefing is completed, the
facilitator moves immediately to Exercise 4.

Step Three: The facilitator informs participants that they will now

focus on CHAMPS activities related to childhood illness and death.

The facilitator then reads the following aloud to participants:
We want to find out what causes children to die so that
something can be done about those things. This will mean
that fewer children would die because things could be done
to prevent those deaths. We also know that there are things
that are done in your community when a child dies. Those
things are very important. We want to find ways to work with
you to carry out our activities while being respectful and
appreciative of the things that the community does.

The facilitator then asks participants the following question:
=  What happens in your community when a child dies? What
happens in the family? What happens in the broader
community?

Participants are instructed to write down three responses to this
question, one response per card. They should keep the cards with
their written responses for this exercise. Allow time for all
participants to write down their responses.

The facilitator then says to participants:

In order to figure out the things that cause children to die
CHAMPS staff would like to speak with some of the parents
in your community who will have just experienced the death
of their child. With their permission, we will gather small
amounts of tissue and blood from the body of their child
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Support Team’s Notes:

When the exercise is
finished, the support
team should take
numerous photographs
of the two matrices BUT
DO NOT REMOVE AND
BUNDLE THE CARDS
AS THEY WILL BE
NEEDED FOR THE
NEXT EXERCISE.

within 12 hours after the child’s death. We will speak with parents
either in hospital or at their home. Studying this tissue and blood is
the only way we can accurately figure out the things that cause

children to die so that we can do something to help other children.

Step Four: Introduce participants to the second matrix, which will be
laid out on the floor.

Things our community does when to when a child dies

With parents’ HIGH LEVEL OF TENSION

consent, gather
blood and tissue
from the body of
a child who
recently died.

TWO DIFFERENT ACTIVITIES/ NO TENSION BUT NO ALIGNMENT

HIGH LEVEL OF ALIGNMENT

Have the participants take the cards with their responses and place
them one at a time onto the matrix.

When all cards have been placed on the matrix, de-brief with the
participants. After the de-briefing is completed, the facilitator says:

Outputs: 1) A participant-driven list of community activities carried
out when a woman is pregnant ranked by the level of
alignment/tension to CHAMPS pregnancy surveillance activities, and
2) a participant-driven list of community activities carried out when a
child dies ranked by the level of alignment/tension to CHAMPS
mortality surveillance activities.

Following this exercise, participants will break for tea until 2:45 PM
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Exercise 6: Building Support for CHAMPS

Time: 1 hour (2:45-3:45)

Equipment:
* Coded index cards for participants
* 1 pen or marker per participant
*  Newsprint

Objective: Use the six messages related to CHAMPS objectives to
create/strengthen alignment between community activities and
CHAMPS activities.

Step 1: Refer participants to the key messages that were identified in
exercise 1.

Starting with a community activity from exercise 5 that is in tension
with CHAMPS activities, discuss with participants how the key
messages crafted in exercise 1 could be used to lower tension and
increase alignment. Following the discussion, ask participants to
write down on a card, one specific, concrete action step that they
could take that would use these messages to help create some level
of alignment between the community and CHAMPS activities. On
that same card, ask them if they could identify someone in the
community (it could even be the participant herself or himself) who
might be the champion of this activity.

Step 2: Continue this process with all community activities that are in
tension with CHAMPS activities.

Outcome: A participant driven list of action steps (and champions)

that align with community messages that could be undertaken to
build support for CHAMPS.
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When the exercise is
complete, the support
team should gather all
the cards that describe
action steps and
individuals who could
undertake those action
steps. These cards
should be bundled and
placed in a large manila
envelope labelled
Exercise 6. The envelope
should be closed and
sealed if data entry is to
happen later offsite.

The team should also
gather the cards on the
two matrices (from
exercise 5). These cards
should be bundled and
placed in a large manila
envelope labelled
Exercise 5. The envelope
should be closed and
sealed if data entry is to
happen later offsite.



Next Steps: Staying In Touch

Facilitator’s Notes:

The workshop is
completed. Before
adjourning, the facilitator
should invite participants
to stay in touch with
CHAMPS to receive
updates on findings,
future events, and
community meetings.

At this point the workshop is completed. Explain that this is one of
the first activities being carried out by CHAMPS and that the
CHAMPS team would like to stay in touch with the participants. Ask
participants if they would like to continue to receive information
about CHAMPS, including information of the findings, periodic
newsletters, and invitations to future community meetings in which
CHAMPS staff provide updates to the community. If so, have
participants complete a “Stay In Touch” Card.
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This instrument is to be used to assess the degree of alignment/tension between community perspectives
and CHAMPS activities, particularly MITS, in light of findings from the PICK-CHAMP community
engagement workshops.. The instrument should be completed by the facilitator(s) of the PICK-CHAMP
workshops carried out in the local community.

Community Members Workshop

Exercise 1: Describing CHAMPS Objectives to Reflect Community Priorities
This exercise reframes two primary CHAMPS objectives using the language and norms of the
local community. Those objectives are:
1) To understand how and why children get sick and die.
2) To use the information we find out to come up with programs that will cause less
illness and fewer deaths in children.

Output: A participant-driven list of messages based on community norms and language that re-
enforce the objectives of CHAMPS with the three most powerful messages identified.

Scoring: (NOTE: This exercise does not generate a “Tension” score)
How many total different messages were created by participants?

<6 Alignment: 0
6 Alignment: 2
7-9 Alignment: 4
10-12 Alignment: 6
>12 Alignment: 8

Exercise 2: Perceptions of Pregnancy
Participants name factors that contribute to a health pregnancy and factors that contribute to
complications during pregnancy.

Output: A participant driven list of factors that impact pregnancy.

Scoring: (NOTE: This exercise does not generate a “Tension” score)

Examine all of the factors named (not only the final key factors). Using your own judgment,
identify the percentage of all factors named that are regularly addressed by medical/clinical/public
health interventions vs. those that reflect a social/cultural issue not regularly addressed by
medical/clinical/public health.

What percentage of all factors is regularly addressed by medical/clinical/public health
interventions?

<10% Alignment: 0
10-33% Alignment: 1
34-57% Alignment: 2
58-80% Alignment: 3
>80% Alignment: 4

Exercise 3: Perceptions of Childhood Health and lliness
Participants name factors that contribute to childhood health and factors that contribute to
childhood illness or death.
Output: A participant driven list of factors that impact childhood health and iliness.

Scoring: (NOTE: This exercise does not generate a “Tension” score)



Examine all of the factors named (not only the final key factors). Using your own judgment,
identify the percentage of all factors named that are regularly addressed by medical/clinical/public
health interventions vs. those that reflect a social/cultural issue not regularly addressed by
medical/clinical/public health.

What percentage of all factors is regularly addressed by medical/clinical/public health
interventions?

<10% Alignment: 0
10-33% Alignment: 2
34-57% Alignment: 4
58-80% Alignment: 6
>80% Alignment: 8

[NOTE: Exercises 4 and 5 do not measure alignment or tension with CHAMPS activities]

Exercise 6: Participants’ Perception of CHAMPS Activities
This exercise assesses perceptions of the level of alignment or tension between CHAMPS
activities and community priorities and perceptions.

Outputs: 1) A matrix showing alignment or tension between CHAMPS activities and community
priorities, and 2) a profile of participants’ perceptions about CHAMPS activities based on a set of
propositions.

Scoring

This exercise will generate four scores

1) perception of alignment/tension for pregnancy surveillance
2) perception of alignment/tension for MITS

3) support for pregnancy surveillance

4) support for MITS

To generate the score for perception of alignment/tension for pregnancy surveillance:

1) Looking only at the matrix that asks about perceptions of the CHAMPS activity “talking with
women who are pregnant or who recently delivered a child” count the number of stickers
placed in the box labeled “It fits with our community.”

Enter that number here:
2) Count the total number of stickers placed in either box on that same matrix.

Enter that number here:

3) Divide the number from step 1 by the number from step 2 and enter it here as a percentage:

The percentage entered in step 3 generates the following alignment and tension scores:

<10%, then Alignment: 0 Tension: 4
10-36% Alignment: 1 Tension: 3
37-53% Alignment: 2 Tension: 2
54-90% Alignment: 3 Tension: 1
>90% Alignment: 4  Tension: 0

To generate the score for perception of alignment/tension for MITS:



1) Looking only at the matrix that asks about perceptions of the CHAMPS activity “with
parents’ consent, gather samples from the body of a child who recently died.” count the
number of stickers placed in the box labeled “It fits with our community.”

Enter that number here:
2) Count the total number of stickers placed in either box on that same matrix.

Enter that number here:

3) Divide the number from step 1 by the number from step 2 and enter it here as a
percentage:

The percentage entered in step 3 generates the following alignment and tension scores:

<10%, then Alignment: 0 Tension: 8
10-36% Alignment: 2 Tension: 6
37-53% Alignment: 4  Tension: 4
54-90% Alignment: 6  Tension: 2
>90% Alignment: 8  Tension: 0

To generate the score for support for pregnancy surveillance:
1) Calculate the total number of “Agree” “Disagree” and “Uncertain” responses for the
following propositions (NOTE: Be sure to enter the “Agree” and “Disagree” responses
in the correct column)

#2  |A woman should not be asked about
what’s happening during her

pregnancy because that information
is private. — —_— —

DISAGREE AGREE UNCERTAIN

#4 If we know what happens to women
during their pregnancy, we can figure AGREE DISAGREE UNCERTAIN
out what to do to help women have
safe pregnancies and give birth to
healthy children.

#8 Even if | might not want to answer
questions about my own pregnancy
(or wouldn’t want my wife to), | am
glad that other women in the
community are doing so if it E— —_— —
contributes to healthier pregnancies.

AGREE DISAGREE UNCERTAIN

#13 |All women in our community who are
pregnant should be seen at a health
centre to make sure there are no

problems during their pregnancy. — — —

AGREE DISAGREE UNCERTAIN

Add the numbers in each column. Then ALIGNMENT TENSION | UNCERTAIN TOTAL
add the number of responses for

“ALIGNMENT”, “TENSION,” and
“UNCERTAIN” and record the sum in the — E— S —
“TOTAL” box

2) Divide the number of UNCERTAIN responses by the TOTAL number of responses. If
the result is greater than .3, place an “X” in the “Alignement” and “Tension” boxes on
this row on the score sheet and check the line “High degree of uncertainty.”

3) If the result from step 2 is <.3, then divide the number of ALIGNMENT responses by
the TOTAL number of responses



Enter it here as a percentage:

The percentage entered in step 3 generates the following alignment and tension

scores:
<10%, then Alignment: 0
10-36% Alignment: 1
37-53% Alignment: 2
54-90% Alignment: 3
>90% Alignment: 4

To generate the score for support for MITS:

Tension:
Tension:
Tension:
Tension:
Tension:

O -=_2NWh

1) Calculate the total number of “Agree” “Disagree” and “Uncertain” responses for the
following propositions (NOTE: Be sure to enter the “Agree” and “Disagree” responses

in the correct column)

#1

It is wrong to remove small samples of
tissue from a child after she has died
even if tests done on that tissue could tell
you how she died.

DISAGREE

AGREE

UNCERTAIN

#3

The information gained from tissue
samples is worthwhile because this
knowledge could help us improve child
survival.

AGREE

DISAGREE

UNCERTAIN

#5

In my opinion, | don’t think any parent
should ever agree to let tissue samples
be collected from the body of their child
after that child has died.

DISAGREE

AGREE

UNCERTAIN

#6

Our community owes a debt of gratitude
to parents who consent to the removal of
tissue from their child’s bodies when they
die because these parents are helping
other children to live.

AGREE

DISAGREE

UNCERTAIN

#7

Even if | didn’t agree to have tissue
samples collected from my child’s body, |
still think the knowledge we gain through
this work is important for helping us fight
childhood illness and death.

AGREE

DISAGREE

UNCERTAIN

#9

Medicine and science may help us care
for a child’s body during life but care for a
child’s body at death is the work of faith
and of God alone.

DISAGREE

AGREE

UNCERTAIN

#10

| would not agree to any kind of procedure
if it meant that | could not bury my child
according to my faith or tradition.

DISAGREE

AGREE

UNCERTAIN

#11

We can collect tissue samples and still be
able to bury a child with love and respect.

AGREE

DISAGREE

UNCERTAIN

Add the numbers in each column. Then add
the number of responses for “ALIGNMENT”,
“TENSION,” and “UNCERTAIN” and record the
sum in the “TOTAL” box

ALIGNMENT

TENSION

UNCERTAIN

TOTAL

2) Divide the number of UNCERTAIN responses by the TOTAL number of

responses. If the result is greater than .3, place an “X” in the “Alignement”




and “Tension” boxes on this row on the score sheet and check the line “High
degree of uncertainty.”

3) If the result from step 2 is <.3, then divide the number of ALIGNMENT
responses by the TOTAL number of responses

Enter it here as a percentage:

The percentage entered in step 3 generates the following alignment and
tension scores:

<10%, then Alignment: 0 Tension: 8
10-36% Alignment: 2 Tension: 6
37-53% Alignment: 4  Tension: 4
54-90% Alignment: 6  Tension: 2
>90% Alignment: 8  Tension: 0

[Note: Exercise 7 does not measure alignment or tension with CHAMPS activities.]

COMMUNITY LEADERS WORKSHOP

Exercise 1: Describing CHAMPS Objectives to Reflect Community Priorities
This exercise reframes two primary CHAMPS objectives using the language and norms of the
local community. Those objectives are:
1) To understand how and why children get sick and die.
2) To use the information we find out to come up with programs that will cause less illness and
fewer deaths in children.

Output: A participant-driven list of messages based on community norms and language that re-
enforce the objectives of CHAMPS with the three most powerful messages identified.

Scoring: (NOTE: This exercise does not generate a “Tension” score)
How many total different messages were created by participants?

<6 Alignment: 0
6 Alignment: 4
7-9 Alignment: 8
10-12 Alignment: 12
>12 Alignment: 16

Exercise 2: Perceptions of Pregnancy
Participants name factors that contribute to a health pregnancy and factors that contribute to
complications during pregnancy.

Output: A participant driven list of factors that impact pregnancy.

Scoring: (NOTE: This exercise does not generate a “Tension” score)

Examine all of the factors named (not only the final key factors). Using your own judgment,
identify the percentage of all factors named that are regularly addressed by medical/clinical/public
health interventions vs. those that reflect a social/cultural issue not regularly addressed by
medical/clinical/public health.

What percentage of all factors is regularly addressed by medical/clinical/public health
interventions?

<10% Alignment: 0
10-33% Alignment: 4
34-57% Alignment: 8



58-80% Alignment: 12
>80% Alignment: 16

Exercise 3: Perceptions of Childhood Health and lliness
Participants name factors that contribute to childhood health and factors that contribute to
childhood illness or death.

Output: A participant driven list of factors that impact childhood health and iliness.

Scoring: (NOTE: This exercise does not generate a “Tension” score)

Examine all of the factors named (not only the final key factors). Using your own judgment,
identify the percentage of all factors named that are regularly addressed by medical/clinical/public
health interventions vs. those that reflect a social/cultural issue not regularly addressed by
medical/clinical/public health.

What percentage of all factors is regularly addressed by medical/clinical/public health
interventions?

<10% Alignment: 0
10-33% Alignment: 4
34-57% Alignment: 8
58-80% Alignment: 12
>80% Alignment: 16

Exercise 4: What are the Roles of Community Leaders in Response to Pregnancy and and
Childhood Death?
Participants identify the things that they could do as community leaders to address factors that
impact pregnancy outcomes and childhood health as well as the ways that CHAMPS could
support them in addressing those factors.

Output: A participant driven list of 1) leaders’ role in addressing the factors that impact pregnancy
and childhood health/iliness, and 2) the ways that CHAMPS could support leaders in carrying out
those roles.

Scoring: Working with the CHAMPS country office leadership, identify which of the identified ways
that CHAMPS could support community leaders are feasible for CHAMPS to actually support.

What percentage of identified ways that CHAMPS could support community leaders are actually

feasible?

<10% Alignment: 0 Tension: 16
10-33% Alignment: 4  Tension: 12
34-57% Alignment: 8  Tension: 8
58-80% Alignment: 12 Tension: 4
>80% Alignment: 16 Tension: 0

5. Leaders’ Perceptions About CHAMPS Activities
Outputs: 1) A participant-driven list of community activities carried out when a woman is pregnant
ranked by the level of alignment/tension to CHAMPS pregnancy surveillance activities, and 2) a
participant-driven list of community activities carried out when a child dies ranked by the level of
alignment/tension to CHAMPS mortality surveillance activities.

Scoring: [Note: This exercise generates two different alignment/tension scores—one for mortality
surveillance and one for pregnancy surveillance.]

1. Looking only at the matrix entitled, “Things our community does to celebrate a woman’s
pregnancy,” count the number of cards placed in the area of the matrix called “HIGH LEVEL



OF TENSION” and divide that number by the total number of cards placed on the entire
matrix. Enter that number here as a percentage:

<10% Alignment: 0 Tension: 8
10-33% Alignment: 2 Tension: 6
34-57% Alignment: 4  Tension: 4
58-80% Alignment: 6 Tension: 2
>80% Alignment: 8  Tension: 0

Looking only at the matrix entitled, “Things our community does when a child dies,” count the
number of cards placed in the area of the matrix called “HIGH LEVEL OF TENSION” and
divide that number by the total number of cards placed on the entire matrix. Enter that
number here as a percentage:

<10% Alignment: 0 Tension: 16
10-33% Alignment: 4  Tension: 12
34-57% Alignment: 8  Tension: 8
58-80% Alignment: 12 Tension: 4

>80% Alignment: 16 Tension: 0



SCORING SHEET
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COMMUNITY MEMBERS WORKSHOP

1. Describing CHAMPS Obijectives to Reflect Community Priorities

How many total different messages were created by participants?

2. Perceptions of Pregnancy

What percentage of all factors is regularly addressed by
medical/clinical/public health interventions?

3. Perceptions of Childhood Health and lliness

What percentage of all factors is regularly addressed by
medical/clinical/public health interventions?

6. Participants’ Perceptions of CHAMPS Activities

a | Perception of alignment/tension for pregnancy surveillance
Range: 0-4 Range: 0-4
b | Perception of alignment/tension for MITS
Range: 0-8 Range: 0-8
High degree of uncertainty
Support for pregnancy (if checked, place an X in the “Alignment”
c ; and “Tension” boxes to the right
surveillance oht) Range: 0-8 Range: 0-8
unless X unless X
High degree of uncertainty
d | Support for MITS (i anacked, plece an X in the :t')'gnme”t Range: 0-8 Range: 0-8
a ension”boxes fo the rig unless X unless X




Scoring for Community Members Workshop

Alignment Total Tension Total
1. Add the numerical responses for each box in the Range: 0-48 Range: 0-28
“Alignment” column and place that number in the “Alignment
Total” box. Add the numerical responses for each box in the
“Tension” column and place that number in the “Tension
Total” box.

# of Alignment # of Tension
2. Count the number of boxes in the “Alignment” column that Responses Responses

Range: 5-7 Range: 2-4

contained a number and enter the result in the “# of Alignment
Responses” box. Count the number of boxes in the “Tension”
column that contained a number and enter the result in the “#
of Tension Responses” box.

CM Alignment Score CM Tension Score
3. Divide the number in the “Alignment Total” box by the Range: 0-7 Range: 0-7
number in the “# of Alignment Responses” box, round to the
nearest whole number, and place the result in the “CM
Alignment Score” box. Divide the number in the “Tension
Total” box by the number in the “# of Tension Responses”
box, round to the nearest whole number, and place the result
in the “CM Tension Score” box.




COMMUNITY LEADERS WORKSHOP

1. Describing CHAMPS Objectives to Reflect Community Priorities

How many total different messages were created by participants?

2. Perceptions of Pregnancy

What percentage of all factors is regularly addressed by
medical/clinical/public health interventions?

3. Perceptions of Childhood Health and lliness

What percentage of all factors is regularly addressed by
medical/clinical/public health interventions?

4. What are the Roles of Community Leaders in Response to Pregnancy
and Childhood Death?

What percentage of identified ways that CHAMPS could support
community leaders are actually feasible?

5. Leaders’ Perceptions of CHAMPS Activities

a

Things our community does to celebrate a woman’s pregnancy

Range: 0-16

Range: 0-16

Range: 0-16

Range: 0-16

Range: 0-8

Things our community does when a child dies

Range: 0-16

Range: 0-16




Composite Alignment Score (Range: 0-22)

<6
6-11
12-16
17-22

If
If
If
If
If
If
If
If
If
If

Scoring for Community Leaders Workshop

1. Add the numerical responses for each box in the “Alignment”

Alignment Total

Tension Total

column and place that number in the “Alignment Total” box. Add the Range: 0-88 Range: 0-40

numerical responses for each box in the “Tension” column and place

that number in the “Tension Total” box.

2. Count the number of boxes in the “Alignment” column that # of Alignment # of Tension
Responses Responses

contained a number and enter the result in the “# of Alignment
Responses” box. Count the number of boxes in the “Tension” column
that contained a number, and enter the result in the “# of Tension
Responses” box.

6

3

3. Divide the number in the “Alignment Total” box by the number in
the “# of Alignment Responses” box, round it to the nearest whole
number and place the result in the “CL Alignment Score” box. Divide
the number in the “Tension Total” box by the number in the “# of
Tension Responses” box, round it to the nearest whole number, and
place the result in the “CL Tension Score” box.

CL Alignment
Score
Range: 0-15

CL Tension
Score
Range: 0-13

CM Alignment Score (Range: 0-7)

CL Alignment Score (Range: 0-15)

COMPOSITE ALIGNMENT SCORE (CM+CL) (Range: 0-22)

CM Tension Score (Range: 0-7)

CL Tension Score (Range: 0-13)

COMPOSITE TENSION SCORE (CM+CL) (Range: 0-20)

Composite Tension Score (Range: 0-20)

CRITICALLY LOW ALIGNMENT <=5 VERY LOW TENSION

LOW ALIGNMENT 6-10 LOW TENSION

MEDIUM ALIGNMENT 11-15 MEDIUM TENSION

HIGH ALIGNMENT 16-20 HIGH TENSION
ALIGNMENT TENSION
CRITICALLY LOW HIGH then delay pending consultation with PO
CRITICALLY LOW all others then delay until add’l community engagement (CE) completed
LOW HIGH/MEDIUM then delay until additional CE completed
LOW LOW/VERY LOW then consider implementing with CE focus on increasing support
MEDIUM HIGH then delay until additional CE completed
MEDIUM MEDIUM then implement with CE focus on support/addressing concerns
MEDIUM LOW/VERYLOW then implement with CE focused on support
HIGH HIGH then delay until additional CE completed
HIGH MEDIUM then consider implementing with CE focused on concerns
HIGH LOW/VERY LOW then implement and continue CE activities.
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Appendix C: Key Informant Interview Guides (INDITe)

Key Informant Guide—Medical Personnel

We are working to understand more about the causes of infectious diseases in the area. During our
investigations, we will be asking family members of recently deceased whether they will accept that we
carry out an autopsy or take small tissue samples using minimally invasive procedures. These
procedures will allow us to determine the cause of the disease that killed the person. In the future this
information can be used to assist clinicians in selecting appropriate therapy and to prevent disease
occurring in other people.

As part of this investigation, we would also like to collect information on local perceptions of disease
and cultural and religious practices related to death and burial. We will also want to learn about how
people in this community view examinations or procedures carried out post-mortem, and how decisions
are made as to whether to accept or refuse certain medical procedures after a family member has died.

| would like to start the interview by collecting some background information. (Go to structured guide)
Perceptions of disease causality, age at death, and predestination

e  Where do most patients on your ward come from?

e What are some of the most common causes of death on your ward?

e What are local beliefs and perceptions related to the cause of death?

0 Is the cause of death talked about by family members? If not, what are some of the
reasons for not talking about the cause?

0 Do perceptions of the cause vary according to age (children vs. adults) or sex of the
deceased?

e To what extent do spiritual causes play a role?
0 How does this vary according to the type of iliness or age of the person who died?
e What are local perceptions of illness associated with fever?

0 Ifthe illness associated with fever leads to death, what might people assume is the main
cause?

e What are local beliefs related to things happening including death that are associated with
God’s will or destiny?

0 Does this vary according to ethnicity and religion?
0 Does this vary according to urban vs. rural dwellers?

e To what extent do you think people in this area would like to learn more about the cause of
deceased family members?

0 Why or why not might they want to know about the cause of death?
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=  For their personal family interest?
=  For the broader community or society?

e How might the desire to learn about the cause vary according to the age of the deceased?

(0]

Are there any other factors that may affect their desire to learn about the cause of
death?

Knowledge about post-mortem examinations

e What are local perceptions regarding sampling of blood or organs?

(0]

Do people coming to the hospital have prior experience with taking blood or organ
samples?

What are local perceptions regarding why blood or organs are sampled?

Are there beliefs associated with particular organs that may make community members
more reluctant to accept the procedures?

e To what extent are people in this area familiar with postmortem?

(0]

(0]

o

(0]

What are local perceptions of postmortem?

Is there a local term for autopsy?

Is there a local term for postmortem?

What do people think is done during a postmortem?

Why do people think that postmortem is done?

Under what circumstances might postmortem be carried out?

What type of information is needed to encourage a person to accept postmortem?

e Have you had patients that have accepted postmortem

(0]

Please explain the circumstances

e Are there any local practices that occur after death that are at all similar to what is done during

a medical postmortem?

Attitudes, norms and acceptability of examinations conducted at hospital

e Inyour experience, how would you describe the relationship between community members and

trained health providers working in the hospital?

0 What type of health providers (biomedical vs. traditional) do people trust more?

0 Do they trust less?

e Under what circumstances do people generally seek care with biomedical providers?
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Do you think that family members or community leaders would accept to have an autopsy done
on family or community members?

0 Why might people refuse
0 Why might people accept?

What information might family members need to know about the procedure to make a
decision?

0 What aspects of the procedure, if any, might be perceived to be objectionable?
0 What aspects of the procedure, if any, might be perceived to be beneficial?

Can you describe the decision making process family members follow related to how to treat a
body post-mortem?

0 Who in the family might be involved?
0 Isthere somebody in particular who typically takes charge?

0 How might decision making vary according to the age of the deceased and how the
person died?

0 What other community members might be consulted when families make their
decision?

If the deceased person had fever, how might this affect decision making?

If autopsy is not acceptable, do you think that people in this community might be willing to
accept a different, less invasive procedure involving collecting a small piece of a organs (e.g.
brain, lung, liver) from someone who died with fever? Probe for why or why not.

What information might community members need to know about the procedure to make a
decision?

0 What aspects of the procedure, if any, might be perceived to be objectionable?
0 What aspects of the procedure, if any, might be perceived to be beneficial?

In what situations might this procedure be acceptable? Probe for when it would or would not
be acceptable.

If a family came to you for advice about making a decision like this (for either type of
procedure), what would you say to them?

How should information on these procedures be shared with community members?

Who should be involved in introducing the procedures and gaining trust with community
members?
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Obtaining consent

e What are your suggestions regarding how to approach families for carrying out post-mortem or
needle biopsy specimens?

0 What family members should be approached?

0 Who should approach them?

0 How should they be approached?

0 Who should first be approached?

0 When should families be approached?

0 What type of information should be shared?

0 Are there any words or terms that may be particularly sensitive and should be avoided

e Do you think that more people would accept autopsy if we told them that the cause of death is
frequently misdiagnosed? If we share this information, might there be negative ramifications
related to perceptions of the capabilities of the medical staff in the hospital?

e Do you think that it would be helpful to have somebody else present (e.g. health providers,
religious or other influential leaders) while explaining the procedures and obtaining consent?

e Do you think that it would be helpful to the family to present sketches or illustrations of the
corpse after the procedures?

e Do you feel that some sort of assistance should be offered to families who agree to an autopsy
or to have their deceased family member undergo a needle biopsy to collect tissue? If so, what
type of assistance may be appropriate

0 Probe for transport to the home, payment for preservation of the body, daily fees for
the morgue, or payment for the coffin

e |f we want to go back to families to ask them some questions about why they accepted or
refused autopsy, when would be the most appropriate time to go back?

e If we want to go back to families to ask some more detailed questions (may take about an hour)
about what occurred prior to the death, when would be the most appropriate time to go back?

Key Informant Guide—Village/Street Leaders

We are working to understand more about the causes of infectious diseases in the area. During our
investigations, we will be asking family members of recently deceased whether they will accept that we
carry out an autopsy or take small tissue samples using minimally invasive procedures. These
procedures will allow us to determine the cause of the disease that killed the person. In the future this
information can be used to assist clinicians in selecting appropriate therapy and to prevent disease
occurring in other people.
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As part of this investigation, we would also like to collect information on local perceptions of disease
and cultural and religious practices related to death and burial. We will also want to learn about how
people in this community view examinations or procedures carried out post-mortem, and how decisions
are made as to whether to accept or refuse certain medical procedures after a family member has died.

| would like to start the interview by collecting some background information. (Go to structured guide).

| would like to start by asking you some questions about the burial ceremony and practices followed by
people of your religious faith.

Burial practices and rituals

e Canyou please describe the burial ceremony in your community. Please describe it from start
to finish, giving as many details as possible. Probe for

0 Who s in charge of decisions related to preparing the body and the burial? (Probe for
involvement of religious representatives, as well as family members)

0 How are bodies prepared for burial? Does this vary in any way according to ethnic
differences or backgrounds?

e Please describe what occurs during the actual burial in the community. How do practices vary
according to ethnicity, age or the person who died (children vs. adults)?

0 What s the timing of the burial and how does this vary according to
=  Cultural backgrounds
0 What condition/state does the body need to be in for burial?

e What are attitudes regarding the physical status of the corpse (making the body presentable,
pure) prior to burial?

e What are attitudes towards changing/altering the body postmortem?
e What are perceptions of spirits/spiritual retribution if the body is changed in any way?
e What are local concepts related to death and the supernatural?
Perceptions of disease causality, age at death, and predestination
e What are local beliefs and perceptions related to the cause of death?

0 s the cause of death talked about by family members? If not, what are some of the
reasons for not talking about the cause?

0 Do perceptions of the cause vary according to age (children vs. adults) or sex of the
deceased?

e To what extent do spiritual causes play a role?
0 How does this vary according to the type of iliness or age of the person who died?

e What are local perceptions of illness associated with fever?
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(0]

If the illness associated with fever leads to death, what might people assume is the main

cause?

What are local beliefs related to things happening according God'’s will or destiny?

(0]

Does this vary according to ethnicity and religion?

To what extent do you think people in this area would like to learn more about the cause of

death in family members?

(0]

Why or why not might they want to know about the cause of death?

= For their personal family interests?

=  For the broader community or society?
How might the desire to learn about the cause vary according to the age of the
deceased?
Are there any other factors that may affect their desire to learn about the cause
of death?
Do you think that they would like to learn about the cause if they knew that the
cause is often misdiagnosed?

Knowledge about post-mortem examinations

What are local perceptions regarding sampling of blood or organs?

(0]

(0]

(0]

Do communities have prior experience with taking blood or organ samples?
What are local perceptions regarding why blood or organs are sampled?

Are there beliefs associated with particular organs that may make community members
more reluctant to accept the procedures?

To what extent are people in this area familiar with postmortem?

(0]

(0]

(0]

(0]

What are local perceptions of postmortem?

Is there a local term for postmortem?

Why do people think that postmortem is done?

Under what circumstances might postmortem be carried out?

Have you know of community members who have accepted to have a family member

undergo postmortem?

= |f so, please explain the circumstances.

Where in the area are autopsies done?

Are there any local practices that occur after death that are at all similar to what is done during

a medical postmortem?
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Attitudes, norms and acceptability of post-mortem examinations conducted at hospital

How would you describe the relationship between community members and trained health
providers?

0 What type of health providers (biomedical vs. traditional) do people trust more?

0 Do they trust less?

Do you think that family members or community leaders would accept to have a full autopsy
done?

0 Why might people refuse?

0 Why might people accept?

What information might community members need to know about the procedure to make a
decision?

0 What aspects, if any, might be perceived to be objectionable?

0 What aspects, if any, might be perceived to be beneficial?

Can you describe the decision making process of family members related to how to treat a body
post-mortem?

0 Who in the family is generally involved?
0 Isthere somebody in particular who typically takes charge?

0 How might decision making vary according to the age of the deceased and how the
person died?

0 What other community members might be consulted when families make their
decision?
0 Do you think that families will want to request a religious representative to be part of

the process? Why or why not?

0 Do you think that families will want to request a community representative/leader to be
part of the process? Why or why not?

If the deceased person had fever, how might this affect decision making?

If autopsy is not acceptable, do you think that people in this community might be willing to
accept a different, less invasive procedure involving collecting a small piece of an organ (e.g.,
brain, lung, liver) from someone who died with fever? Probe for why or why not.

What information might community members need to know about the procedure to make a
decision?

0 What aspects, if any, might be perceived to be objectionable?

0 What aspects, if any, might be perceived to be beneficial?
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In what situations might this procedure be acceptable? Probe for when it would or would not
be acceptable.

If a family came to you for advice about making a decision relate to having a postmortem
procedure done on a family member, what would you say to them?

Communication

Who in the community should be informed about these procedures in the hospital setting?
How should information on these procedures be shared with community members?

Who in the community should be involved in introducing the procedures and gaining trust with
community members?

What would be the best approach used to gain trust with community members regarding the
procedures?

Would it be helpful to share visual representations of what the deceased looks like after the
procedures are completed?

What are the challenges that might be associated with the procedures once they are introduced

to ward residents?
0 What might happen if negative rumors start circulating about the procedures?

0 What would be the best approach to try to stop the negative rumors?

Returning to families

If we want to go back to families to ask them some questions about why they accepted or
refused autopsy, when would be the most appropriate time to go back?

If we want to go back to families to ask some more detailed questions (may take about an hour)
about what occurred prior to the death, when would be the most appropriate time to go back?

Key Informant Guide—Medical Administrators

We are working to understand more about the causes of infectious diseases in the area. During our
investigations, we will be asking family members of recently deceased whether they will accept that we
carry out an autopsy or take small tissue samples using minimally invasive procedures. These
procedures will allow us to determine the cause of the disease that killed the person. In the future this
information can be used to assist clinicians in selecting appropriate therapy and to prevent disease
occurring in other people.

As part of this investigation, we would also like to collect information on local perceptions of disease
and cultural and religious practices related to death and burial. We will also want to learn about how
people in this community view examinations or procedures carried out post-mortem, and how decisions
are made as to whether to accept or refuse certain medical procedures after a family member has died.

| would like to start the interview by collecting some background information. (Go to structured

guestionnaire).
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Now | would like to start the interview.
Perceptions of disease causality, age at death, and predestination

e What are some of the most common causes of death in your region or district?
0 For children?
0 Foradults?

e What are local beliefs and perceptions related to the cause of death?

0 Is the cause of death talked about by family members? If not, what are some of the
reasons for not talking about the cause?
0 Do perceptions of the cause vary according to age (children vs. adults) or sex of the
deceased?
e To what extent do spiritual causes play a role?
O How does this vary according to the type of illness or age of the person who died?
e What are local perceptions of illness associated with fever?
0 Iftheillness associated with fever leads to death, what might people assume is the main
cause?
- What are local beliefs related to death occurring because of God’s will or destiny?
0 Does this vary according to ethnicity religion?
0 Does this vary according to urban vs. rural dwellers?

Knowledge about post-mortem examinations

e What are local perceptions regarding sampling of blood or organs?
0 Do communities have prior experience with taking blood or organ samples?
0 What are local perceptions regarding why blood or organs are sampled?
0 Are there beliefs associated with particular organs that may make community members
more reluctant to accept the procedures?
e To what extent are people in this area familiar with postmortem?
What are local perceptions of postmortem?
What do people think is done during a postmortem?
Why do people think that postmortems are done?
Under what circumstances do they think that a postmortem might be carried out?

O O O O

Attitudes, norms and acceptability of post-mortem examinations conducted at hospital

e Inyour experience, how would you describe the relationship between community members and
trained health providers working in the hospital?

O What type of trained providers (biomedical vs. traditional) do people trust more?
0 Do they trust less?
e To what extent do you think people in this area would like to learn more about the cause of
deceased family members?

0 Why or why not might they want to know about the cause of death?
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0 How might the desire to learn about the cause vary according to the age of the
deceased?

0 Are there any other factors that may affect their desire to learn about the cause of
death?

e To learn more about the cause, do you think that families would accept to have an autopsy to
remove small pieces of tissue from specific organs on family members?

0 Why or why not?

e What information might community members need to know about the procedure to make a
decision?

0 What aspects, if any, might be perceived to be objectionable?
0 What aspects, if any, might be perceived to be beneficial?

e Can you describe the decision making process of family members related to how to treat a body
post-mortem?

0 Who in the family/community might be involved?

0 Isthere somebody in particular who would typically take charge?

0 How might decision making vary according to the age of the deceased and how the
person died?

0 What other community members might be consulted when families make their
decision?

e If the deceased person had fever, how might this affect decision making?

e If autopsy is not acceptable, do you think that people in this community might be willing to
accept a different, less invasive procedure involving collecting a small piece of an organ (e.g.,
brain, lung, liver) from someone who died with fever? Probe for why or why not.

e What information might community members need to know about the procedure to make a
decision?

0 What aspects, if any, might be perceived to be objectionable?
0 What aspects, if any, might be perceived to be beneficial?

e In what situations might this procedure be acceptable? Probe for when it would or would not
be acceptable.

e If a family came to you for advice about making a decision about autopsy or minimally invasive
procedures, what would you say to them?

Obtaining consent

e What are your suggestions regarding how to approach families for carrying postmortem or
needle biopsy specimens?



SURVEILLANCE

' ALLIANCE July 2019

What family members should be approached?
Who should approach them?

How should they be approached?

Who should first be approached?

When should families be approached?

What type of information should be shared?

O O O 0O 0O o o

Are there any words or terms that may be particularly sensitive and should be avoided?

e Do you think that families would be more willing to accept if they knew that the cause of death
is frequently misdiagnosed?

e Do you think that it would be helpful to have somebody else present (e.g. health providers,
religious or other influential leaders) while explaining the procedures and obtaining consent?

e Do you think that it would be helpful to the family to present sketches or illustrations of the
corpse after the procedures?

e Do you feel that some sort of assistance should be offered to families who agree to an autopsy
or to have their deceased family member undergo a needle biopsy to collect tissue? If so, what
type of assistance may be appropriate

0 Probe for transport of the body to the home, payment for preservation of the body,
daily morgue fees, or payment for the coffin

Communication

e Who in your district or region should be informed about the autopsy procedures being offered
in the hospital setting?

e Who in the district or region should be involved in introducing the procedures and gaining trust
with community members?

e How should information on these procedures be shared with community members?

e What would be the best approach used to gain trust with community members regarding the
procedures?

e What are the challenges that might be associated with the procedures once they are introduced
to ward residents?

0 What might happen if negative rumors start circulating about the procedures?
0 What would be the best approach to try to stop the negative rumors?

Returning to families

e |If we want to go back to families to ask them some questions about why they accepted or
refused autopsy, when would be the most appropriate time to go back?
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e If we want to go back to families to ask some more detailed questions (may take about an hour)
about what occurred prior to the death, when would be the most appropriate time to go back?

Key informant Guide—Political leaders

We are working to understand more about the causes of infectious diseases in the area. During our
investigations, we will be asking family members of recently deceased whether they will accept that we
carry out an autopsy or take small tissue samples using minimally invasive procedures. These
procedures will allow us to determine the cause of the disease that killed the person. In the future this
information can be used to assist clinicians in selecting appropriate therapy and to prevent disease
occurring in other people.

As part of this investigation, we would also like to collect information on local perceptions of disease
and cultural and religious practices related to death and burial. We will also want to learn about how
people in this community view examinations or procedures carried out post-mortem, and how decisions
are made as to whether to accept or refuse certain medical procedures after a family member has died.

| would like to start the interview by collecting some background information. (Go to structured guide).

I would like to start by asking you some questions about acceptance of these procedures by community
members living in your ward.

Attitudes, norms and acceptability of post-mortem examinations conducted at hospital

e How would you describe the relationship between community members and trained health
providers?

0 What type of health providers (biomedical vs. traditional) do people trust more?

0 Do they trust less?

e To what extent do you think people in this area would like to learn more about the cause of
death in family members?

0 Why or why not might they want to know about the cause of death?

0 Probe for learning how the family member died, learning more about what is killing
people in the community, using the information to prevent and control illness in the
future, etc.

e Do you think that they would be more interested to get information on the cause of death if
they knew the cause is often misdiagnosed?

Full autopsy
I’d like to ask you some questions about the autopsy procedure
e How do you think that people in your ward would regard the autopsy procedure?
0 What aspects, if any, might be perceived to be objectionable?

0 What aspects, if any, might be perceived to be beneficial?
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What in your view would be the best way to introduce the procedures to family members?
Who would need to be involved in introducing the procedures?

What information would community members need to know about the procedure to make a
decision?

In your view, in what situations might this procedure be acceptable to people in your ward?
0 Probe for when it would or would not be acceptable
0 Probe for whether the age of the deceased may affect decision making
0 Probe for whether the perceive cause of the disease may affect decision making

If a family came to you for advice about making a decision like this, what would you say to
them?

Do you think that families would accept to have an autopsy done on a family member who died
of fever?

0 Why or why not?

Minimally invasive autopsy

I’d now like to talk about a different, less invasive procedure involving collecting a small piece of an
organ (e.g., brain, lung, liver) from a family member who died with fever. After the procedure, a small
mark is left on the body.

If autopsy is not acceptable, do you think that people in this ward might be willing to accept a
different, less invasive procedure involving collecting a small piece of an organ (e.g., brain, lung,
liver) from a family member who died with fever? Probe for why or why not.

How do you think that people in your ward would regard the less invasive autopsy procedure?
0 What aspects, if any, might be perceived to be objectionable?
0 What aspects, if any, might be perceived to be beneficial?
What in your view would be the best way to introduce the procedure to family members?
Who might need to be involved in introducing the procedures?

What information might community members need to know about the procedure to make a
decision?

In what situations might this procedure be acceptable?
0 Probe for when it would or would not be acceptable.
0 Probe for whether the age of the deceased may affect decision making

0 Probe for whether the perceive cause of the disease may affect decision making
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e |f a family came to you for advice about making a decision like this, what would you say to
them?

e Do you think that families would accept to have an autopsy done on a family member who died
of fever? Why or why not?

What might be the concerns about offering these procedures in your ward?
What might be the perceived benefits in offering these procedures in your ward?
Communication

e  Whoin the ward should be informed about the introduction of these procedures in the hospital
setting?

e How should information on these procedures be shared with community members?

e Who in the ward should be involved in introducing the procedures and gaining trust with
community members?

e What would be the best approach used to gain trust with community members regarding the
procedures?

e What are the challenges that might be associated with the procedures once they are introduced
to ward residents?

0 What might happen if negative rumors start circulating about the procedures?
0 What would be the best approach to try to stop the negative rumors?

Key informant Guide—Religious leaders

We are working to understand more about the causes of infectious diseases in the area. During our
investigations, we will be asking family members of recently deceased whether they will accept that we
carry out an autopsy or take small tissue samples using minimally invasive procedures. These
procedures will allow us to determine the cause of the disease that killed the person. In the future this
information can be used to assist clinicians in selecting appropriate therapy and to prevent disease
occurring in other people.

As part of this investigation, we would also like to collect information on local perceptions of disease
and cultural and religious practices related to death and burial. We will also want to learn about how
people in this community view examinations or procedures carried out post-mortem, and how decisions
are made as to whether to accept or refuse certain medical procedures after a family member has died.

We would like to focus on your congregation, but if you would like to share any differences with other
religions, we would like to learn about those differences.

I would like to start the interview by collecting some background information. (Go to structured
guestionnaire)

| would like to start by asking you some questions about the burial ceremony and practices followed by
people of your religious faith.
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Burial practices and rituals

e Canyou please describe the burial ceremony once the body has left the hospital. Please
describe it from start to finish, giving as many details as possible. Probe for

0 Whoiis in charge of decisions related to preparing the body and the burial? (Probe for
involvement of religious representatives, as well as family members)

0 How are bodies prepared for burial? Does this vary in any way according to ethnic
differences or backgrounds?

e Please describe what occurs during the actual burial in the community.
e How do practices vary according to ethnicity, age or the person who died (children vs. adults)?
e How do practices vary in more urban compared to community settings?

0 What is the timing of the burial and how does this vary according to

=  Cultural backgrounds?
= Urban or community settings

0 What condition/state does the body need to be in for burial?

e What are attitudes regarding the physical status of the corpse (making the body presentable,
pure) prior to burial?

e What are attitudes towards changing/altering the body postmortem?
e What are perceptions of spirits/spiritual retribution if the body is changed in any way?
e What are local concepts related to death and the supernatural?
Perceptions of disease causality, age at death, and predestination
e What are local beliefs and perceptions related to the cause of death?

0 Is the cause of death talked about by family members? If not, what are some of the
reasons for not talking about the cause?

0 Do perceptions of the cause vary according to age (children vs. adults) or sex of the
deceased?

e To what extent do spiritual causes play a role?
0 How does this vary according to the type of iliness or age of the person who died?
e What are local perceptions of iliness associated with fever?

0 Iftheillness associated with fever leads to death, what might people assume is the main
cause?

e What are local beliefs related to things happening including death that are associated with
God’s will or destiny
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(0]

(0]

Does this vary according to ethnicity and religion?

Does this vary according to urban vs. rural dwellers?

e To what extent do you think people in this area would like to learn more about the cause of

deceased family members?

0 Why or why not might they want to know about the cause of death?

=  For their personal family interest?
=  For the broader community or society?

How might the desire to learn about the cause vary according to the age of the
deceased?

Are there any other factors that may affect their desire to learn about the cause of
death?

Knowledge about post-mortem examinations

e What are local perceptions regarding sampling of blood or organs?

(0]

(0]

(0]

Do communities have prior experience with taking blood or organ samples?
What are local perceptions regarding why blood or organs are sampled?

Are there beliefs associated with particular organs that may make community members
more reluctant to accept the procedures?

e Has somebody in your congregation experienced autopsy?

(0]

(0]

Why was the autopsy carried out?

What did you think about it?

e To what extent are people in this area familiar with postmortem?

(0]

(0]

(0]

(0]

What are local perceptions of postmortem?

Is there a local term for autopsy?

Is there a local term for postmortem?

What do people think is done during a postmortem?

Why do people think that postmortem is done?

Under what circumstances might postmortem be carried out?

What type of information is needed to encourage a person to accept postmortem?

e Are there any local practices that occur after death that are at all similar to what is done during

a medical postmortem?
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Attitudes, norms and acceptability of post-mortem examinations conducted at hospital

e What are your congregation members’ experiences with the trained health providers working in
the hospital?

0 What type of trained providers do they trust more? Do they trust less?

e Do you think that family members or community leaders would accept to have an autopsy done
on family or community members?

0 Why might people refuse?
0 Why might people accept?

e What information might community members need to know about the procedure to make a
decision?

0 What aspects of the procedure, if any, might be perceived to be objectionable?
0 What aspects of the procedure, if any, might be perceived to be beneficial?

e Can you describe the decision making process family members follow related to how to treat a
body post-mortem?

0 Who in the family is generally involved?
0 Isthere somebody in particular who typically takes charge?

0 How might decision making vary according to the age of the deceased and how the
person died?

0 What other community members might be consulted when families make their
decision?

0 Do you think that families will want to request a religious representative to be part of
the process? Why or why not?

e If the deceased person had fever, how might this affect decision making?

e If autopsy is not acceptable, do you think that people in this community might be willing to
accept a different, less invasive procedure involving collecting a small piece of an organ (e.g.,
brain, lung, liver) from someone who died with fever? Probe for why or why not.

e What information might community members need to know about the procedure to make a
decision?

0 What aspects of the procedure, if any, might be perceived to be objectionable?
0 What aspects of the procedure, if any, might be perceived to be beneficial?

e In what situations might this procedure be acceptable? Probe for when it would or would not
be acceptable.
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e If a family came to you for advice about making a decision like this (for either type of
procedure), what would you say to them?

e How should information on these procedures be shared with community members?

e Who in this community should be involved in introducing the procedures and gaining trust with
community members?

Obtaining consent

e What are your suggestions regarding how to approach families for carrying out post-mortem or
needle biopsy specimens?

0 What family members should be approached?
0 Who should approach them?

0 How should they be approached?

0 Who should first be approached?

0 When should families be approached?

0 What type of information should be shared?

0 Are there any words or terms that may be particularly sensitive and should be avoided
(get copy of consent and share with respondent)

e Do you think that more people would accept autopsy if we told them that the cause of death is
frequently misdiagnosed? If we share this information, might there be negative ramifications
related to perceptions of the capabilities of the medical staff in the hospital?

¢ Do you think that it would be helpful to have somebody else present (e.g. health providers,
religious or other influential leaders) while explaining the procedures and obtaining consent?

e Do you think that it would be helpful to the family to present sketches or illustrations of the
corpse after the procedures?

e Do you feel that some sort of assistance should be offered to families who agree to an autopsy
or to have their deceased family member undergo a needle biopsy to collect tissue? If so, what
type of assistance may be appropriate

0 Probe for transport to the home, payment for preservation of the body, daily fees for
the morgue, or payment for the coffin

e |f we want to go back to families to ask them some questions about why they accepted or
refused autopsy, when would be the most appropriate time to go back?

o If we want to go back to families to ask some more detailed questions (may take about an hour)
about what occurred prior to the death, when would be the most appropriate time to go back?
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Appendix D: Focus Group Discussion Guide (PURPOSe)

Appendix A: Semi-Structures Interview Guide for Key-informant interviews
300 505 ) aliie o Al S g 5 Saslaa siIS

Note: Key-informants will include medical director-NICH, healthcare providers (doctors, nurses, midwives), religious
leader, secretory health, Public health expert, obstetrician, neonatologist, member of Bioethics committee and
professionals involved in proceedings related to death and dying to explore their understanding and perceptions
regarding autopsies and MITs on neonates.
‘o Jals s sl e SIS (e O e (@ o ) ) GBS S G 8 Gl s ) 8l ey (e S Bl O i
s sl Ciga s m el ot sy sl Olten S (S (Sl gl eCunia gl 58 i ¢ Gale S Cana ey (oude
o oS G S (S s e (S Sp al o dae gy U S S A8k
Eligibility Criteria: Jbae S )
1. Healthcare professionals from a range of clinical backgrounds who are in regular contact with death and who
get involved in discussions with parents and families about autopsy procedure (Medical director- NICH,
obstetrician, neonatologist)
o 20k 2SS Ak (Oal Sl Dsd o S Ose Sl Gy ol e 03 AL sl cpall s s Cdle sl
oy S SRSl
2. Someone who has the privilege to know the local community, and/or can influence the decisions of community
(religious leader, community leader)
<5 Ugaan 7 b (gl S O D) o WSusy Sl 1y Ll S5 50 0 s padid Ll (SS
3.0ther powerful entities such as policy makers and governmental authorizes (Secretary Health)
A8 Glesaly s Sl el s S Bl s QS s o )l (g
4. Health care providers who are in regular contact with death situation, especially at the time of death (doctors,
nurses, midwives)
(530 b e S ) s e oy S Cma
5. Experts from the field of public health and bioethics
e S i Sl sl ) e S Cisaa al e
6. Professionals involved in proceedings related to death and dying (Body washers)
S s s (085 dut ) (sira S )S (s S Blad S e sl Cise

Explanation of full autopsy and MITS procedure:

Full autopsy

- Most comprehensive and complete method to estimate cause of death

- Rarely undertaken in such resource-poor environments due to cultural, financial, religious, and physical
barriers

- Very extensive examination of internal organs begins with the creation of a Y or U- shaped incision from
both shoulders joining over the sternum and continuing down to the pubic bone

MITS procedure

- Involves imaging

- Examination of internal organs and tissue sampling is carried out using laparoscopic or ’keyhole surgery’
approach.

- Requires a small incision (around 10-20mm) to the central diaphragm.

- Following the procedure the cut is closed with sutures

- There are minimal cosmetic consequences compared to a full autopsy.
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ICE Breaker: What is the respondent role Jhs W8 g8 an Gl
=

1. Pregnancy and Birth (perceptions) ol 1S (ilay o) Jas

1.1 In your opinion what helps a woman to be healthy during her pregnancy?
RSS2 s un o bdde w oS A S ) dkedaaa gl Sde SOl S ysiose xS S

Probes:
~ Nutritional Practices (Jlaxind 1S oLl 2l Ginia (e S Jlgo 6500 Sde
Antenatal visits LS o ys00aclily S 5 KIS

1.2 In your opinion what are the causes (pregnancy-related) which result in premature birth or a
stillbirth?
O30 b ol s Gl Ly e 5 (S (s e i S G O s Slisa g o) i S e ) S G
= s Ol S
Probes:
-~ Common beliefs and practices around early pregnancy loss, stillbirth, or neonatal death?
2l el 0251 553 L 20 (Al s o IS SV Gle S &)
1.3 What are the barriers to seeking care?
-0 53 SIS LS (e Jlgr 6598 (S s Ly Al S5 IS

Probes:
= Financial limitations L i a¥ls J
Poor access to health facilities ey JSdie S5 S e S i
2. Neonate Death/Stillbirth and related practices Jas (e i () Ly il ga) o) sl

2.1 Please describe what happens when a premature or mature baby (stillbirth/ neonatal death) dies:
s e e s g e G b Jlb SO s (S Calia

Probes:
=  Chronology of events S <ladl
RS
- Parents/families interacting with the body Gl S glaila /gl
- Burial and mourning Process TRV R LN L

Cultural practices and rituals — different ethnic and religious groups. Why are those things
(cultural practices) done? What happens if they’re not done?
Bl S niplSmam Rl s WS S ¢ila S (588 calite S (38 i gl owda 2 puigd oS shph G
- Cultural and religious beliefs around death
JJUL@SEJJ\@T\JAJ;JJ\&Q}A
3. Cause of Child Death e )
3.1 Do you think it is important to inquire in to the cause of child death?
e Gl e (S s (S e WS Oy e I LS
Probes:
If yes why? If no why? o 0S5 oy RusS 50 R
How the cause of death can be determined? Do you know about any such procedure?
= BSa LS o laa =l (S Sy (S s s
3.2 To find out the cause of child death (still birth/ neonatal death), various lab tests and samples
(fluids) from the body (tissues) are taken within 24 hours after a child dies. Do you thing such
procedures are important?
S o e IS e A S nfiad A saienS upen S o 08 S OME24 S Cse S o
YRR
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Probes:
Do you think finding out this information would be valuable? sies Cila slaa g A8 - &I S QI LS
S
= Ifit’s valuable, why? If not, why not? oS 5 b el S o5l oS S gmal m N
= How much or what information would be valued? il LS 5l 558 S il glea )
=
In your opinion, would it be acceptable to perform MITS procedure on a recently deceased child?
- = B JB Jletl 8 S Bk (el S o) ot o s Sm o s dls S on Taen Gl LS
Probes:
If yes why? If no why? o UsS s ome RlusS 5 g S
Perceived advantages, facilitators and barriers related for the implementation of minimal invasive

tissue sampling procedure
-uﬁéxmk\sgf\éwcuu\)d&cJj\ﬁj&)ﬁdwé)&@k(w\;é\ﬁ‘)

What are the perceived (foreseen) advantages for the implementation of MITS procedure?
o s LS i e adils 8 S 5 S adl o dee S IS Al sk () 5 S )
Probes:
- To understand the cause of death in stillbirth/deceased neonate aslxs ~a 5 (S &l gal 0208 ) 53
us
To prevent further deaths <l sl 3
S

Greater diagnostic accuracy S pedii

S
Involves tissue analysis (to identify if it’s an infection) \S = sai S o35
S
Comparatively shorter procedure (accelerate turnaround times) DS Ay i
Procedure more palatable (pleasant) ~& b <ilay
BLS

What are the concerns for the use of MITS procedure in a deceased neonate/stillbirth?
oy Sl LS S IS A8k () S S al) ame o d e
Probes:
= Concerns related to body/soul Gl S 75 sl ama
- Concerns with timing of ceremonies and burial Sly s S Sl
= Religious beliefs e

Traditional beliefs s

Fear of breach of confidentiality (in relation to the disease carrying stigma e.g. HIV)
A S )5 SR (S o))
Perceived inappropriateness (in cases when clinical diagnosis is clear) calie U o Gaiis ¢ 513

EYEOW
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= Not reaching same level of certainty ux » sk JaSw n Lad S# kb K

- Complex decision making process \S = S Alas JSia

Sas
= MITS procedure costs for the family S JIS At b (Gl (& S al) 2 S oluils
- State of mind around the death CuaS ey f S

What are the perceived facilitators for the implementation of MITS procedure?

e S A LS S 5 S el S 0 S ee S Sk (0 F o )
Probes:
~  Carrying out the procedure ASAP to facilitate timely body release, burial and related ceremonies
Body preservation S aus

Community involvement (support from leaders, health professionals)u s Jali \S i s
Information and transparency (clear information about the procedure) 5 ux « Jb =S JS A& )k
Caialia

Cost reduction (waiving the cost of MITS procedure) U S

S

Suggestions to improve awareness about MITS procedure o « b S )8 A&l (Gl S (S &)
GRS a8 S il glas i
What do you think would be the best method of educating the community about MITS?
o U 5 LS Ay 0 i 1S i bt € (FigaeS e 2 b S () S ) 2 BILS S
Probes:
- Community discussions <l —w (i oS

[SSELN

Counseling of parents/families LS Jleiy 5 (S o) b Ulgaaw oS cpall

Requirements for the health system for MITS procedure (Questions only for health system and
public health experts) < L5 alS (Solai Scmia Al S K8 5k (Gul (S S o)

o
What are some of the requirements for the health system (i.e. medical facilities) to conduct MITS
procedures? o b WS (S S Ak () (S ST al) e pllal S

Probes:
- Level of current knowledge (about MITS) among health care workers.
il ale a3 S Uslls 58 Jles 458 oS Cimna
= Acceptability of MITS among health care workers. ) a) Gbe s S gl =8 e 500 S Caa
LS U S S ik (sl 5 _
- Availability of experts to conduct MITS/personnel S cpsbe = S s S () S S &)
ESPEP
Equipment Ol

Healthcare facilities — good reputation of the facilities performing MITS

S35 S enl (S S e S G



SURVEILLANCE

' ALLIANCE July 2019

Health professionals attitude and preparedness sl ~s) ~il s ~din laie —w (e S Cinia
sk
Integration of MITS within the existing health system (! (& & ) D3 S aldai S Ciaiacrgmga
Glas 1<
6.2 Having named those requirements, which of them are in place in your health system?
ub s ra u WS (e aldal S ciaia (S
Probes:
-~ What would need to be put in place in regard to facilities? Equipment? Personnel?
= sosralS A S I Sl il
= Isthe health system prepared? ks stk IS Ciaaa S jua il LS
=

Unprepared health system ( lack of equipment, financial limitations) 1 s e
s
e

6.3 What role could your health system play in carrying out MITS?
2 S S 204l (e 3 S Jlariad S IS Ay pla (Ul B T ) ol IS Cana
Probes:

Could MITS be carried out in your health facilities?
o =8 S Jlaind Gae 8 e S Cina Jlaniad 1S S A&k (Ol (S G @) LS
Could your healthcare workers go out into the community to carry out MITS?
U8t s S D) (30 55308 58 iy jha o) (S S Cinaa LS
6.4 What are the perceived implementation issues relating to the MITS procedure?
o =g e LS Gae 2 S Jleatind) € IS a8k (Gl (S (S o)

Probes:

Lack of skills and training us < 8 sl Gl
oS
- Logistics Sy
Cost implications | S Cradd
Equity concerns — access by S3 &l sl
Acceptance and governance Cul g8 S Guiai ) £
Reluctance from healthcare professionals (increased workload) 2l & 5 ~dn S p e S Cnia
Sy U

7. Role of Government (questions only for government authorities) s S s i ywa <N g) — 12 S 1S CiagSa
(=8 Sl
7.1 What is the role of the government, if any, when a child dies?
= B D S LSS G Sa yy Dige (S (S
Probes:
= What are the reporting requirements? o LS &by 55 (S cle Ul
Are there any investigations conducted (i.e. if there is suspicion of intentional injury causing the
death)? = S eSS S

7.2 What government stakeholders think about MITS procedure?
O S S WS (e oS S S Ak (Ol S ST ) S Sl e S
Probes:
Is it acceptable and feasible? = S gl J o JiE o LS
Can be supported by government? <ules —u oyl (S i S
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Appendix B: Semi-Structures Interview Guide for FGDs (Parents and relatives at OPDs and well-baby clinics of NICH
hospital) (2 =S usoh Al sl opllg) (Alaiy 5 A S g 58 ASAL e

Eligibility Criteria: Db S iy
e Parents and relatives of newborns who are visiting outpatient department (OPD) and well-baby clinics of
National Institute of Child Health (NICH) hospital for regular post-natal check-ups.
cow S A Sede e (@) oo 0l Us) (65 2 ) o S0l s o Sy S Gsme el jsi sl (el
e (Considering the cultural and ethical sensitivity, this qualitative research will not interview parents and
relatives of admitted newborns who are waiting at the in-patient areas.
2 S0 S S (S e 05l AL sl el s O a6 i 2e S Cuula (BYAN ) S
-us ohiie S g JAI Gae JUn

Explanation of full autopsy and MITS procedure: S JS Ak (0ol & G al) os) o 5 JeSa
&L\AL..'A}

Full autopsy = S JeSa
- Most comprehensive and complete method to estimate cause of death
Al aals sl deSe A1 S 5 S jlail S g (S Sige
- Rarely undertaken in such resource-poor environments due to cultural, financial, religious, and physical
barriers Jl&l (e Jsale cupe S3aa 6 JB U (e il Sz b sl s a5 (S 05598 (Flans ) (e ¢ (o ¢ 8IS
(KQIKS
- Very extensive examination of internal organs begins with the creation of a Y or U- shaped incision from
both shoulders joining over the sternum and continuing down to the pubic bone
SO SRl S e oS Ui a3 S () Ll (D) s> 0 Pl gans 1S slac) )
MITS procedure DO A K (Gl (S S A
- Involves imaging = dals Kl
- Examination of internal organs and tissue sampling is carried out using laparoscopic or 'keyhole surgery’
approach. =58 Jueaiul I8 i i S5 e Jn (S b (g sSs sl gl IS S5l S 5l )5l slimed (550
=Uals S
- Requires a small incision (around 10-20mm) to the central diaphragm.
= i s S alenail L Bsen o2 800 S e (e 20-10 s ol 3 LIS (538 5
- Following the procedure the cut is closed with sutures Ula LS o i G S 35 2 S Jae
=
- There are minimal cosmetic consequences compared to a full autopsy. <SS oS oS U e S g
= s C._al:u
ICE Breaker: What is the respondent role in the process (around death)?
= S LSS B g (e dae 3 Ko )) S s
1. Health status of Pregnant women _bas S Caua S ) 63 ALl
1.1 In your opinion what helps a woman to be healthy during her pregnancy?
cop e il 8 ane dalge b aue WS A1 S ) die im0l s S des Sl S (s e S S
Probes:
= Nutritional Practices(Jueain 1S sLud) 2ie Cnia (e S) Jlgo 502 Sl
-~ Antenatal visitsti_S sy 53 s2clily S 5 K13
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In your opinion what are the causes (pregnancy-related) which result in premature birth or a
stillbirth?

03320200 b 2 e Gl (S U o e Sy (e i S G O sy Slasa s o) (i S e ) S G

3.2

= s gl (S
Probes:
-~ Common beliefs and practices around early pregnancy loss, stillbirth, or neonatal death?
Ula g0 ailia IS Joa el gal o2l § 530 Gy 5 50 LS OYLA Gle
Neonate Death/Stillbirth and related practices Gl gal S sy ol g
Please describe what happens when a premature or mature baby (stillbirth/ neonatal death) dies:
o Un S 8 U e AL DS LA oy o s SOl s (S Gl

Probes:
Chronology of events (S <il=dl
RS
Parents/families interacting with the body Cua Al gl S a0 glaila /ol
Burial and mourning Process Jee 1€ _Slids

Cultural practices and rituals — different ethnic and religious groups. Why are those things
(cultural practices) done? What happens if they’re not done?
fguntia S @ﬁbs-ugbsufﬁué@béuﬁﬁﬂiﬁﬁufﬁé@JJ‘s.‘z"ﬁﬂa)uﬁjsuﬁa)k&ms
Cultural and religious beliefs around death x )3l S8 S 3y _SSga
-~ How does the family tell the community that the child has died? When do they tell?
= e S Ul sl S S e Ly (gl A3 il GlNA S
Is anything done long after the child has died (e.g., at the anniversary of the child’s death)
o S ee s S A Sl S Ul e

Cause of Child Death G S e (S
Do you think it is important to inquire the cause of child’s death?
f il Wils e S Qe (S o 0 Sesen I LS
Probes:
= If yes why? If no why? 0sS 55 s R osS 550k R
oM

<

How the cause of death can be determined? Do you know about any such procedure?
$on Sl S b o (oS ) QL S USla WS A S S e

To find out the cause of child’s death (still birth/ neonatal detah), various lab tests and samples

(fluids) from the body (tissues) are taken within 24 hours after a child dies. Do you thing such

procedures are important? cul i s 3 _iseienS wpus S a0 3 S 0824 S Cige (S
PEYTEY 8 PN YR O L R LI

Probes:
= Do you think finding out this information would be valuable? ied Sl slaa o AS o ia g I IS
S5
= Ifit’s valuable, why? If not, why not? UsS siox K. = UsS 58 on 8 dE 4 S
e
= How much or what information would be valued? 28 LS 5l A€ S Sl slaa )
=

Would you accept the cause which is given by the doctor or nurse as such and feel satisfied? Or
would you like to know more to satisfy you
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331 28 8 58 Gl 58 ol 3 Giean ol S 008 U s o 58 e i S e SIS LS
=S ol s

3.3 Would it be acceptable to perform MITS procedure to the recently deceased child?

.ddﬁ@&dw\SJ&@)L(M\QQYH\)}&L}WUM@JB

Probes:
= Ifyes why? If no why? UsS s o S eusS 5 gb S

o

<

How would the parents/ immediate family feel about this being done?
S (s Lo Gl le ) Dl A 8 58 e LS o Jiie Jlentin IS IS A8 5l (Gl (S ST i) S

How would your community feel about this being done? o b S el (S (Sl
How would MITS be named in your community? S b B LS € IS8 5k ol (e (S (S G
&

What kinds of rumors might start in the community? Do you have any suggestions about ways
we could work in your community to address those rumors if they started?

O S S sl ) O s e O s 20 ) GBS per QT LS L o 823 1S (il i) (S (e TS (S

4. Perceived advantages, facilitators and barriers related to the implementation of minimal invasive
tissue sampling procedure Zigaan LS Gl (e 2l )3 dae ) (8 S el g (S HS A8 sk (Gl (S (ST )

o

4.1 What are the perceived (foreseen) advantages for the implementation of MITS procedure?

O3 LS 39 da S e S IS ik S (0l 5 3 o)

Probes:

To understand the cause of death in stillbirth/deceased neonate S cw S Ciga (S 22020l )50
[SHEN

To prevent further deaths <S35 S &) 50l 2 3

el

4.2 What are the concerns for the use of MITS procedure in a deceased neonate/stillbirth?

op Sliad LS S Jlaaial S 8 A8 s (Gl (I T aal) e e 020

Probes:

Concerns related to body/soul Glxie —u 7 5 sl ama
aldad
Concerns with timing of ceremonies and burial ¢is S <y S cda ) Sl 80
Gildad
Religious beliefs e

Traditional beliefs s
dilae

Fear of breach of confidentiality (in relation to the disease carrying stigma e.g. HIV)
A S )5 SR (Sl
Perceived inappropriateness (in cases when clinical diagnosis is clear)
(= ol pardail JSlS (e Cladia) Uigaans Caulials
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Complex decision making process \S (s jbus lasd snan
Jae
= MITS procedure costs for the family S JIS A& b (Gl (5 S ) 2 S glaila
LY
-~ State of mind around the death S §les 3 o)l S ise
Al
Mistrust on the heath facility/health professionals/new procedures (MITS)
Graha b IS Ay sk (G 5 A aal) b SIS il g (S Cinia
4.3 What are the perceived facilitators for the implementation of MITS procedure?
¢ il U S Jud 1S 0 S (S g 8 S dae S IS ke (0l oS o o)
Probes:
Carrying out the procedure ASAP to facilitate timely body release, burial and related ceremonies
s U S Jlaniaal Ayl S e allatie gl 5l Sl S ana ala i als
Body preservation (S s
calalaa

Community involvement (support from leaders, health professionals) s 35S15) cud sadi S 3 gaS
(== u3lei
Information and transparency (clear information about the procedure) ux « Jb S JS A&k
Gl slaa ial
Cost reduction (waiving the cost of MITS procedure) uw S
S
What are the best ways for us to work with the community? What are the best ways to share
what we find? Sl gn S8 U g2 sn o WS Ak o i ey 1 S 5 S oS il S (T 50aS
= WS Ak G i & L
5. Relatives of families who have experienced a recent neonatal death
s 28 sl Ut =S O O e S A ) (o G LS gy (g0 30 038 555 (555 (oms Ul =8 O OIS/ 0l 5
-5
Note: Questions are only for those who have experienced a prior loss/ families who know
someone affected by the recent neonatal death
O Sl S plala S g WS il Gl Lyl S g o A S O Copea DY) s
5.1 Did anyone approach you for permission to carry out the autopsy/MITS procedure of your deceased child?
S elb dlal (S 08 Jlexind S IS Al il S Sl (eSS
Probes:
Who approached you? ~hil ) — 8 —u ol
<

When, where and how did they approach you? —=S sl J4S ¢S
How did you react? 3t » LS =il

5.2 If autopsy was carried out, was it full autopsy or MITS? 1S s sl JaSa o5 LS 53 LS Jlamiasl oS A3y yha ) S
=8 S s S 5L e dee

5.3 Can you describe how you came to decide whether to have the autopsy/MITS
LS S Al 1S Jlemtil S ay pla Gl 3" AS (Sl T LS
Probes:
-~ Was there somebody to influence you? How did they influence you?

S oS/ ) S padd S S b LS
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At the time of decision making, who was with you from the family? Alone/with partner/Family
Member/Friend/Medical Staff/Religious beliefs/Other — directly or indirectly
)iﬂd.\.\h&:‘;\fmcia]g/u&a\@k@}i/&u}d/cyd))swyiu;
= How difficult it was it to make a decision JSoie WS U S \lad 3 <l
o

5.4 Looking back, what kind of things do you think the medical team could have done at that time?
i e LSS S L ol S UILS Sl g iagw S dae ) gsib Gleas
Probes:
Expert should provide more understanding — clarity on the procedure
=S e (S Seaan gl Cala s b e g JS Ak Gl S kLS
- Respect — care and ethics <5 (S e 6593 (S ol il ) SLENA)
=
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Appendix E: In-depth Interview Guide (INDITe)

Focused Group Discussion Guide- Community Members

Now | would like us to start our discussion by looking at perceptions of disease causality

Beliefs and perceptions about the cause of death

What are the local beliefs and perceptions related to the cause of death?
Is the cause of death talked about by family members? If not, what are some of the
reasons for not talking about the cause?
Do perceptions of the cause vary according to the age (children vs. adults) or sex of the
deceased?
To what extent do people associate death with God’s will or destiny? Does this vary
according to ethnicity or religion?
To what extent do spiritual causes plays a role?

0 How does this vary according to the type of illness or age of the person who

died?

What are local perceptions of the illness associated with fever? If the illness associated
with fever leads to death, what might people assume is the main cause?
To what extent do you think people in this area would like to learn more about the
cause of death when family members die? Why or why not they might want to know
about the cause of death?
Do you think that they would be more interested to get information of the cause of
death if they knew the cause is often misdiagnosed?
Are there any others factors that might affect their desire to learn about the cause of
death?

Knowledge about postmortem

How would you describe the relationship between community members and trained
heath providers working in the hospital?

Do you as community members have prior experience with having blood or organs
sampled?

What are local perceptions regarding why blood or organs are sampled?

To what extent are people in this area familiar with post-mortem?

What are local perceptions of post-mortem?

Is there a local term for post-mortem?

Why in your view are postmortems done?

Under what circumstances post-mortem might be carried out?
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Do you know community members who have accepted to have family members
undergo post-mortem?
If so, what did you think about the fact that they accepted post-mortem procedures?

Full autopsy

Do you think that family members/community leaders would accept to have a post-
mortem done?

0 What aspect, if any, might be perceived to be objectionable?

0 What aspect, if any, might be perceived to be beneficial?
What information might community members need to know about the procedure to
make a decision?
Are there beliefs which are associated with particular organs that may make community
members more reluctant to accept the procedures?
Why might people refuse or why might people accept post-mortem procedures?
Do you think that families would accept to have postmortem done on the family
members who died of fever? Why or why not

Minimally invasive tissue sampling

If full postmortem is not acceptable, do you think that people in this community might
be willing to accept a different, less invasive procedure involving collecting a small piece
of an organ (brain, lung, liver) from someone who died? Why or why not?

How do you think that people in your community would regard the less invasive post-
mortem procedure?

e What aspect, if any, might be perceived to be objectionable

e What aspect, if any, might be perceived to be beneficial?

Family Decision Making

Can you describe the decision making process of the family members related to how to
treat a body post-mortem?

Who in the family might be involved? Is there somebody in particular who would
typically take charge?

How might decision-making vary according to the age of the deceased and how the
person died?

What other community members might be consulted when families make their
decision?

How should we approach family members about the post-mortem procedures? How
much detail should be given to the family about the procedures?
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e Who do you recommend is involved in approaching family members and carrying out
the consent process?

e Would it be helpful to offer some sort of assistance (give examples of the type of
assistance we are talking about) to families accepting the procedure? If so, what?

e Do you think that family members would like to have the opportunity to witness the
procedure? Please explain

e When would be the best time to follow up with families who accepted or refused post-
mortem to ask them a few additional questions about their perceptions of the
procedures and why they did or did not accept?

Communication

We are now planning on how best to share post-mortem procedures with community
members. We would like to get your input on community leader engagement and
communication efforts.

e When introducing post-mortem procedures, we feel that it is first very important to gain
trust with communities. How could efforts to gain trust with community members be
best carried out?

e Who specifically should be involved and what should their role be?

e How should information on these procedures be shared with community members?

O Probe: How to share the information, what venue should be used

e What information about the procedures should be shared? How much detail should be
shared?

e Who should be the target audience when sharing the procedures?

e What if negative rumors start circulating in the community regarding the procedures?
How would you recommend dealing with negative rumors?

Conclusion

e Overall, what are your feelings regarding acceptance of post-mortem? Do you think
that people in your community will accept? If not, why not? If so, why?

e What might be some of your concerns about having post-mortem procedures carried
out regularly in the hospital?

e What in your view might be some of the benefits of post-mortem procedures?
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e Khatia Mungwambe, PhD
e |nacio Mandomando, MD
e Chris Hani Baragwanath Academic Hospital
e  Shabir Madhi, MD
e CVD-Mali
o Samba Sow, MD
o Karen Kotloff, MD

Funding Source

The Bill & Melinda Gates Foundation

This formative research protocol has been jointly developed and proposed by researchers from the
Emory Global Health Institute (EGHI), the U.S. Centers for Disease Control and Prevention (CDC), and the
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Background and Significance

Although progress has been made to reduce childhood mortality worldwide, approximately six million
children under the age of five (16,000/day) still die every year (World Health Organization [WHO], 2015).
Neonatal deaths, in particular, constitute 45% of under-five mortality with rates of stillbirths being almost
equal to the number of neonatal deaths (UNICEF et al, 2015; Cousens et al., 2011). Most of these deaths
are caused by diseases that are preventable through cost-effective and basic quality-delivered
interventions (March of Dimes, PMNCH, Save the Children & WHO, 2012). Understanding global child
health and mortality is severely limited by inadequate methods and measurement. Less than 20% of the
world’s 192 countries have high-quality death registration data, and more than one-third have no cause-
specific mortality data at all (Mathers et al., 2005). Tracking under-five mortality is at the forefront of
public health, and improving our knowledge of the causes of death will have an impact worldwide.

In low-income countries throughout the world, children often die without being seen by qualified
medical personnel; they die without a documented medical history and are often buried before a cause
of death determination (CoD) has been conducted. Furthermore, in low-resource countries, deaths that
occur in the community are often different from those that occur in the facility and may not be tracked
or identified quickly enough for autopsy or postmortem examination. Even for those who die in a health
facility setting, the CoD is often difficult to assess, not only due to the fact that post-mortem
examinations are seldom performed, but also due to multiple coexisting illnesses, which may lead to
diagnostic discrepancies between post-mortem findings and clinical diagnoses (Mushtag & Ritchie, 2005;
Gupta et al., 2014). The inability to obtain CoD in health facilities and/or in the community often results
in uncertainties in global disease estimations (Lishimpi et al., 2001; Ugiagbe & Osifo, 2012). Uncertainty
about the true causes of child death limits the effectiveness of public health programs and often leaves
public health policy makers misinformed about the most beneficial allocations of resources and
interventions.

Complete diagnostic autopsies (CDA) are recognized as the most comprehensive method to estimate
CoD (Fligner et al., 2011). A number of issues make CDAs difficult to execute, however, especially in
low-income countries. These include cultural and religious beliefs, financial limitations, and constraints
related to public health infrastructure (Turner et al., 2012; Cox et al., 2011; Oluwasola et al., 2009). To
this end, the World Health Organization (WHO) recommends the use of verbal autopsy (VA) as a non-
invasive alternative (Butler, 2010; Byass, 2014; Gareene, 2014; Jha, 2014). VA involves structured
interviews with individuals close to the deceased, through which a CoD is derived. The VA alone as a
method to determine CoD, however, is often inaccurate due to lack of diagnostic information, time
between death and interview, and diseases with similar clinical presentation (Snow et al., 1992; Soleman
et al., 2006). The weakness of VAs in attributing CoD is especially apparent in neonatal deaths, which
are often associated with non-specific signs or symptoms.

The imperfections inherent in VA methodology, the impracticality of CDAs in resource-poor settings, and
the inaccuracy of clinician ascribed CoD highlight the critical need for an alternative method to better
address the causes of death and reduce under five mortality. To this end, the minimally invasive tissue
sampling (MITS) procedure was developed to reduce uncertainties regarding causes of death in
developing countries (Bassat et al., 2013). The MITS procedure involves extracting tissue specimens
from a predefined set of organs and undertaking histopathologic examination. MITS are potentially
quicker, less expensive, more acceptable and markedly less invasive than CDAs, and may therefore
increase community uptake and participation (Vogel, 2012; Ben-Sasi et al., 2013).



In response to the limitations of currently available data, the Child Health and Mortality Prevention
Surveillance (CHAMPS) Network aims to develop a long-term network of sites that collect robust and
standardized primary data aimed at understanding and tracking the preventable causes of childhood
deaths globally. Timely and accurate data generated by the initiative will inform efforts to address the
deaths of children carried out by funding agencies, ministries of health, national public health institutes,
scientists, clinicians, government leaders, journalists and the public. The overall CHAMPS Network,
when fully realized, has the goal of establishing the scientific evidence needed to dramatically reduce
early childhood death and disability, including the factors that may underlie the progression from severe
illness to death (malnutrition, electrolyte imbalance, poor access to health care among others).

RATIONALE

Because of its primary emphasis on documenting CoD, CHAMPS Network objectives differ from those of
typical surveillance programs and studies focusing on disease etiology. The scope of CHAMPS mortality
surveillancel is also broad, aiming to capture both perinatal causes of deaths and deaths in infants and
children under five years, and deaths caused by both infectious and noninfectious etiologies. MITS
methods and advanced laboratory techniques, methods rarely used in settings with high child mortality
rates, will be used to attribute cause of death as accurately as possible. In addition, pregnancy
surveillance will facilitate identification of stillbirths and neonatal deaths to assist in understanding the
causes of these deaths, which are often unaccounted for. The MITS methodology offers the possibility
for gathering critical missing data to determine the causes of under-five mortality; however, because the
procedure is carried out on the body of a recently deceased child, a wide-range of complex religious,
cultural, and ethical questions inevitably arise. Widespread acceptability of child mortality surveillance
incorporating MITS will require a profound understanding of cultural and religious norms and practices
to determine the feasibility and understand the perceptions of MITS and pregnancy surveillance prior to
implementation. For example, beliefs about death and the afterlife, opposition to and concerns about
body disfigurement, difficulties in obtaining consent from grieving families, inadequate
involvement/endorsement of community leaders, lack of community awareness, suspicion of
researchers, and burial practices are some of the factors underlying autopsy refusal. Understanding
these kinds of cultural norms and practices will be essential to the acceptability and sustainability of
CHAMPS activities? in relation to both child mortality and pregnancy surveillance.

JUSTIFICATION FOR THIS FORMATIVE RESEARCH

In order to assess the feasibility of child mortality surveillance and pregnancy surveillance that uses
MITS, formative research is necessary to understand specific cultural, religious and socio-behavioral
factors that may increase or decrease acceptability of MITS on children under five, and the factors that
may influence care-seeking behaviors during pregnancy, labor and delivery, and in the newborn period.
These data will ultimately help determine the overall feasibility of MITS in the context of child mortality
and pregnancy surveillance as well as to determine the nature and scope of behavior/belief modification
efforts through community engagement, and communication with religious, traditional,
thought/opinion, and political leaders.

1 Child mortality surveillance refers to the process of identifying and reporting the death of a child under the age of
five years in the catchment community; this includes CHAMPS activities and procedures such as consent, clinical
procedures (MITS, laboratory diagnostic procedures, etc.), incentives, family and community feedback, etc.

2 CHAMPS activities involve socio-behavioral sciences (formative research and community engagement) and
surveillance programs focusing on mortality, pregnancy, demographics and possibly severe diseases in children
under 5 years old.



Formative research will also be employed to assess the contexts in which families grieve, to identify how
and which family members participate in pregnancy and postpartum processes (including rituals), to
determine which family member(s) and how members should be approached when introducing the
MITS procedure, and to identify other community members (e.g. religious leaders, healthcare providers)
who could act as positive influences when deciding whether to accept child mortality surveillance and
MITS. In addition, formative research will help determine whether and in what context incentives, such
as assistance with funeral costs or recognition of the family’s participation, would be ethically feasible,
effective or appropriate for encouraging MITS acceptance and participation. Finally, formative research
will complement and guide community engagement activities and help to assess the effectiveness of
these activities and how they should be modified to optimize acceptance of child mortality surveillance
including the MITS procedure and other CHAMPS activities.

HYPOTHESIS (narrative)

It is anticipated that this formative research will help identify, specifically: (1) the facilitators and
barriers for undertaking child mortality surveillance, including conducting MITS when patients die within
healthcare facilities and at home or elsewhere within communities; (2) the facilitators and barriers to
care-seeking, access to care and perceptions of pregnancy, labor/birth, and the postnatal period; and,
(3) what incentives, if any, would be ethically feasible, effective and appropriate for encouraging
participation in child mortality surveillance with MITS.

EXISTING FACTORS TO BE CONSIDERED IN THE FORMATIVE RESEARCH

Formative research will examine and assess key factors related to the feasibility and perceptions of
CHAMPS surveillance procedures. These factors include: 1) religious beliefs, 2) cultural norms, 3)
political conditions, 4) economic conditions, 5) disease prevalence/incidence, and 6) environmental
factors. Any examination of these factors will require intentional, ongoing, respectful partnerships with
community members and community leaders, including religious and traditional leaders. Such
partnerships are essential for establishing the conditions on which trust can be built and strengthened
over time. Methods for community assessment and engagement with community members and leaders
are spelled out in subsequent sections of this document.

Religious beliefs about death and related practices that demonstrate faithful care for the body of a
deceased loved one will undoubtedly impact community perceptions and beliefs about MITS. Studies on
the perceptions of autopsies in low and middle income countries name religious beliefs as the most
frequent cause of suspicion of and refusal to consent to either autopsies or post-mortem examinations
(Gurley et al., 2009; Lishimpi et al., 2001). Religious beliefs on these issues vary tremendously across
and within traditions because they are often blended with other cultural factors that affect beliefs and
practices within the local context; moreover, religious practice is rarely a simple expression of a singular
belief system, but is itself a hybrid mixture of various traditions (Bhabha, 1994). For some people of
faith, the invasive nature of MITS may pose a fundamental challenge to beliefs about the nature of the
body, God’s providence, respect for the deceased, one’s own place in the family and community, and
the afterlife. As such, suspicion of MITS protocols may be quite high. At the same time, religious
traditions may support participation in child mortality surveillance activities if they are understood to
generate knowledge that could eventually be used to treat the causes of death of children. The
formative research of the CHAMPS network will assess religious beliefs and practices, recognizing that
such assessments must be adapted to disparate cultural and geographic contexts. Such assessments will
aid in framing the design of the formative research and other activities carried out across the network in
ways meaningful to community stakeholders. Demonstrating respectful appreciation of religious beliefs



will in turn help foster trust to find common ground and better understand the ethical issues involved in
community buy-in and individual consent.

Cultural norms beyond religion may also influence perceptions of child mortality, pregnancy and
neonatal surveillance and care for and burial of young children. For example, expectations and
experiences of parenthood are embedded within longstanding and powerful cultural frameworks which
are gendered, creating different expectations for men and women as to their appropriate parental roles
and responsibilities. Traditional beliefs surrounding pregnancy may also affect when a women discloses
pregnancy, care seeking during pregnancy, and how and where a women delivers. In addition, cultural
beliefs related to the child’s age at death, disease causality and fatalism are likely to influence
perceptions of the relative meaning or value of CHAMPS protocols involving child mortality and
pregnancy surveillance. In particular, similar to the earlier mentioned crucial role of religion, cultural
norms will be key determinants of community perceptions and beliefs about MITS. Formative research
examining cultural norms will allow the in-country CHAMPS teams the opportunity to develop
surveillance activities in ways that align with local norms and to address key ethical tensions between
cultural values and CHAMPS procedures that could not be ascertained through the laboratory and
clinical protocols alone.

Political conditions affect the social relations across communities and among community members.
They may contribute to an ethos of cooperation and trust among members of a community despite
cultural, religious, ethnic, class, or economic differences or they may exacerbate those differences,
leading to tension or violence. Community perceptions of political leaders and governmental alliances
and programs (at both the local and national levels) will influence perceptions of the CHAMPS activities,
especially in relation to the role of the Ministry of Health in each specific country. Finally, perceptions of
global political issues may impact perceptions about the involvement of international researchers
associated with CHAMPS. By assessing these political conditions (both historical and current), the
formative research protocol aims to gain insights into the influence of these broader political forces on
acceptability of CHAMPS activities.

Economic conditions are a primary social determinant of poor health and health inequity (WHO 2008).
Formative research that assesses the economic conditions among stakeholder communities will be
instrumental in understanding the connections between this social-structural factor and the causes of
under-five mortality. In resource-poor settings, economic conditions may impact food security and
lessen the availability of and access to health facilities and services. These inter-related issues could in
turn influence perceptions of CHAMPS surveillance activities, particularly if residents in these settings
believe that services for their children were lacking when they were alive, but that CHAMPS personnel
are eager to carry out MITS protocols after their child has died. In addition, information on economic
circumstances in communities can help to gauge the possibility of an undue influence of incentives for
participation in CHAMPS activities. Similarly environmental factors can impact childhood morbidity and
mortality. Assessing environmental conditions at the stage of formative research will be useful in
understanding how these factors contribute to food availability, air quality and nutritional sustainability
for children.

EXISTING STUDIES AND LIMITATIONS

MITS was first proposed in the literature in 1995 by Avrahami et al. These initial papers were focused on
the use of laparoscopy and thoracoscopy as an alternative to conventional autopsy, which were found to
be accurate and easy to perform and highly sensitive for victims of trauma. Since then, multiple studies
have explored the use of MITS to understand its clinical value and its potential for replacing conventional



autopsy. While most studies have focused on developed countries and non-infectious causes of death,
e.g. birth defects (Sebire et al., 2012; Fan et al., 2010; Breeze et al., 2011; Weustink et al., 2009), several
recent projects are working to validate the technique in developing countries (Bassat et al., 2013).

Globally, neonatal deaths constitute 45% of under 5 mortality (UNICEF, WHO, World Bank, UN Population
Division, 2015) and stillbirths are nearly equal to the number of neonatal deaths (Cousens et al, 201).
Trends in both neonatal mortality and stillbirth rate reduction lag behind progress being made in reducing
under-five deaths (Cousens et al.,, 2011; UNICEF et al., 2015). Pregnancy surveillance is an essential
element needed for identification of perinatal and infant deaths. Identification of perinatal deaths,
however, is highly dependent on cultural practices. For example, cultural norms can influence the timing
of when and with whom a woman communicates that she is pregnant, is in labor and gives birth, or has a
pregnancy or neonatal loss. Understanding the norms around these critical life events is fundamental to
designing and implementing a pregnancy surveillance system that captures complete birth outcomes and
perinatal deaths. Finally, it is only through a pregnancy surveillance system that pregnancy outcomes can
be successfully tracked and stillbirths and neonatal deaths can be accurately identified and counted.

Due to the limitations of the current CoD methodologies, there is a pressing need for additional research
to determine the best method to determine CoD in developing countries, especially among children under
five. Today, the global health community lacks consistent, accurate, and timely infectious disease
epidemiology and surveillance data to inform strategy and enable critical decisions for reducing childhood
mortality. A lack of quality primary data across key geographies has led to large gaps in knowledge and
has prompted an over-reliance on modeling. Data that are available are gathered through non-
standardized processes into siloed systems, limiting stakeholders’ ability to integrate, analyze, compare,
make inferences and take timely actions. Furthermore, available data offer limited insight into etiology
in high mortality countries. Finally, the availability of primary data is often delayed for years due to
misaligned incentives among stakeholders, resulting in a lagging view of evolving epidemiology. This
combination of factors restricts the ability of global stakeholders as well as national leaders to make
evidence-based decisions such as prioritizing product development, targeting interventions appropriately,
measuring the impact of interventions, and refining strategies to address changing epidemiology.

Goals/Aims

GOALS

The overall goal of the CHAMPS Network is to provide accurate, timely and reliable data on the causes
of death for children under age five. A unique aspect of CHAMPS will be the collection of tissue samples,
by pathologists, from recently deceased children. While this is a sensitive topic, it is crucial to
determining causes of child mortality to inform policy and program decisions aimed at reducing child
deaths. To this end, this formative research will aim to evaluate the feasibility (i.e. acceptability,
practicality and implementation) and ethical considerations of child mortality surveillance in different
cultural, social, religious and geographical contexts.

Another important and overlapping goal of the CHAMPS Network is to conduct pregnancy surveillance
to help support complete identification of birth outcomes, stillbirths and neonatal deaths in
communities by monitoring live births up to 2 months after delivery. As a secondary objective, this
formative research will also aim to explore perceptions of pregnancy, birth and the postpartum period
to inform the development and implementation of pregnancy surveillance systems aimed to identify



stillbirths and neonatal deaths, as well as to understand acceptability of pregnancy surveillance
among those who would be participating.

PRIMARY OBJECTIVES

e Todescribe cultural, social, and religious norms, rituals and practices involving the death of a child
(stillbirth, newborn, infant and child)

e To examine the role of socio-cultural attitudes and traditions on communities’ views on child
mortality surveillance

e To examine facilitators and barriers related to consent for MITS

e To determine factors affecting acceptability of child mortality surveillance, including motivators
and barriers, by the relatives of the deceased child, community leaders and other community
members involved

e To identify factors motivating the acceptance and refusal to perform child mortality surveillance
both theoretically and in actuality

e To inform tools and approaches for ongoing CHAMPS activities and to adapt approaches as
community awareness and perceptions evolve and relationships with communities are
strengthened

e To assess the success of community engagement efforts and identify approaches aimed to
increase both general acceptability of MITS, and acceptance by parents who are requested to
allow a MITS to be performed on a deceased son or daughter.

SECONDARY OBJECTIVES
e To examine the role of socio-cultural attitudes and traditions on communities’ views on
pregnancy, birth, postpartum and newborn care and pregnancy loss
e To document the facilitators and barriers of identifying stillbirth and neonatal deaths

SPECIFIC AIMS
Specific Aim 1: Examine and assess factors associated with the overall feasibility (acceptability,
practicality and implementation) of child mortality surveillance on patients (deceased) identified in
facilities and in the community with a focus on the following factors:

a. Beliefs about child death and corpse, religions and traditions, confidentiality, family issues,

perceived need and appropriateness, etc.

Desire/willingness to consent and gain knowledge of the cause of death

Relevant cultural practices

Rituals and grieving (age, gender and community)

Stigma associated with stillbirths and neonatal deaths

Beliefs about the incentives that may play a role in CHAMPS activities (i.e. child mortality

and pregnancy surveillance), history of incentives in target communities

g. Beliefs about early pregnancy loss, still birth and neonatal death (i.e. religious and
traditional beliefs, confidentiality, family issues, MITS being unnecessary and inappropriate)

h. Requirements for health systems to accept and participate in child mortality surveillance
utilizing MITS, including reluctance and competing priorities

i. Collaborations and relationships with MOHs and other relevant government and non-
government agencies

j. Community understanding and acceptance of public health initiatives such as CHAMPS
including a general history of public health interventions in the target communities
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k. Training needs for those involved in CHAMPS activities (i.e. community engagement leaders,
epidemiologists, clinicians, etc.)

Specific Aim 2: Identify and respond to known and unanticipated perceptions, concerns, barriers and
opportunities that will/could arise through CHAMPS activities:
a. Incentives
i Influence on acceptance of child mortality surveillance incorporating MITS
ii. Effect on participants’ perceptions of the cultural and ethical issues involved
iii. Knowledge of incentives on community perceptions of participants
iv. Perceptions of the individual, community, and social benefits of child mortality
surveillance
V. Influence on participation in pregnancy surveillance
b. Legal considerations
i Issues that impact CHAMPS activities in the countries where the surveillance
activities will be implemented
a. Reporting requirements for deaths involving trauma or violence, reportable
disease requirements, partner notification requirements
ii. Role of governmental authorities (e.g., Ministries of Health) in CHAMPS activities
c. Researcher concerns
i Researcher communication about the value of child mortality surveillance and MITS
without inappropriately influencing pre-existing perceptions during formative data
gathering
d. Health care worker concerns
i Clinicians may feel threatened by results from MITS if the message given to parents
is different than what they transmitted or if the message suggest that there was an
error in clinical decision-making and actions that missed opportunities to prevent
(or hastened) death
ii.  Alternatively, clinicians might view MOITS as a way to improve clinical management
and raise concerns about the limited geographical or age-based scope of CHAMPS

Specific Aim 3: Examine and assess community entry and engagement approaches and requirements
with focus on the following:
a. Approaches for identifying the key community stakeholders that should be involved in
examining community entry
b. Approaches/methodologies to researching the barriers, facilitators, gaps and needs of
community engagement
c. Methodologies for assessing and developing approaches for community sensitization of
pregnancy and child mortality surveillance
d. Methodologies for identifying the benefits of CHAMPS activities on the existing clinical and
laboratory infrastructure/services in the community as a value-added outcome
e. How to conduct monitoring of acceptability and address rumor control
Approaches for involving the community during CHAMPS implementation
g. Awareness of rituals and grieving (variable by age, gender or community) and the
appropriate ways to address them in community engagement

bl

Specific Aim 4: Explore the perceptions involving pregnancy, birth, postpartum and newborn care
practices that facilitate or impede notification of births, stillbirths and neonatal deaths.



a. Patterns associated with pregnancy notification, care-seeking behaviors, delivery planning
including location of delivery and desired birth attendants, birth notification, and
postpartum practices

b. Barriers associated with access to care involving ANC, health facility delivery and newborn
care, and postnatal care,

c. Community perceptions about the capacity and quality of ANC and delivery

d. Facility capacities in pregnancy dating, skilled birth attendant coverage and postpartum and
newborn exams

e. Provider perceptions regarding ANC policies, preferences, and improvements related to ANC
and postnatal and newborn care

Formative Research Design

The CHAMPS social behavioral component will employ a qualitative design based on sociological and
anthropological approaches, namely ethnography and phenomenology. The core qualitative approach
will be ethnography, which is an iterative, cumulative process resulting in the scientific description and
interpretation of cultural behavior. Over an extended time period, the socio-behavioral science team
interacts directly with members of the local communities in their own natural and daily environment
(Hammersley et al., 1983). This approach will first allow members of the site socio-behavioral science?
team to explore the cultural and social phenomena (i.e., “death”) in its broader context. This approach
will also lend to understand local meaning before looking more deeply into the specific research
questions (i.e., acceptability of child mortality surveillance including MITS and perceptions of pregnancy
in relation to notification of births and deaths). In addition, an ethnographic approach will help
strengthen relations between the members of the CHAMPS site socio-behavioral science teams and
community members and leaders, which may facilitate the trust needed to optimize acceptability of
child mortality surveillance. Phenomenology is an approach to understand first-hand experiences of
those involved in a phenomenon of interest to the research question (i.e., being pregnant, caring for a
child with severe illness, or losing a child) (Starks, 2007). This approach will enable the team to move
from the more theoretical leanings on potential factors influencing the acceptability of the CHAMPS
program into understanding how these factors play in actuality. It will also contribute, in real time, to
the achievement of the aim of assessing the success of community engagement efforts and identifying
approaches for making them more effective towards acceptance of MITS in principle, and when parents
are requested to allow a MITS to be performed.

The methods for this formative research will involve a combined phased approach of semi-structured
interviews (SSIs), key informant in-depth interviews, focus group discussions (FGDs) and participant
observations. This multi-method approach will facilitate data triangulation needed to validate
information collected across different data sources regarding the feasibility and perceptions of CHAMPS
activities. This procedure assumes that different data collection approaches enhance the nature and
integrity of inferences drawn from diverse data. By Please refer to Appendix G for an example
timeframe reflective of the formative research process.

3 Members of the CHAMPS site socio-behavioral science team include a lead socio-behavioral scientist and other
socio-behavioral researchers (and assistants) to assist with data collection, analysis and community engagement
activities. These individuals may also be referred to as “interviewers” in this protocol and will be responsible for
data collection.
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FORMATIVE RESEARCH SETTINGS

Formative research will take place at potential CHAMPS surveillance sites selected by the CHAMPS
Program Office. Initially, the sites will include Manhica District, Mozambique; Bamako, Mali; and
Soweto Township within Johannesburg, South Africa. Additional sites will be included as the CHAMPS
Network expands.

Manbhiga District is a rural area located 80 km north of Maputo (Mozambique’s capital) with a population
of about 165.000. The Manhiga Health Research Centre (CISM) manages a Health Demographic
Surveillance System that has progressively expanded to cover most of the population since 1996. Life
expectancy at birth is 57.1 years and child mortality rate is 76.1/1000 live births. The district is served by
a district hospital and 14 rural health centers. Shangaans constitute the dominant ethnic group, with
very strong patriarchal social structures and cultural aspects that are similar to other ethnic groups
within the Southern region of Africa. Christianity and different forms of animism are the main belief
systems in this area, and a minority of the population is Muslim (Manhica HDSS 2015).

In Johannesburg, the capital of South Africa, formative research will be conducted in Soweto, a township
with peri-urban characteristics, inhabited predominantly by a low-income community of 1.4 million
people, of whom 125 000 are under-5 years of age. The main ethnic groups are the Zulus, Xhosas and
Sothos (STATS-SA 2012). The community is severely affected by HIV, with a prevalence of HIV infection
in women attending antenatal clinics in Soweto that has stabilized at 30% since 2005 (The 2012 National
Antenatal Sentinel HIV & Herpes Simplex Tissue Type-2 Prevalence Survey in South Africa). However,
vertical mother-to-child transmission (MTCT) of HIV has declined from 8-12% in 2007 to less than 2% by
2010 (Barron et al., 2013).

Bamako, the capital of Mali, has a population of approximately 2 million inhabitants. The Centre for
Vaccine Development (CVD) in Mali established a HDSS. According to The World Factbook, life
expectancy at birth is 55 years and child mortality is 102 deaths/1000 live births (2013-14). Based on
DHS 2013 data, during the past five years, of 1000 births, 56 die before reaching their first birthday. Of
1,000 children a year, 41 do not reach their fifth birthday. Overall, the risk of dying between birth and
the fifth birthday is 95 to 1,000 live births (DSH, 2012-13). Hbépital Gabriel Touré is the main tertiary
level teaching hospital in Bamako. Within the DSS, 3 Centres de Santé Communautaire (CSComm) or
health centers provide the health care services in the area. Among the 10 existing main ethnic groups,
the Bambara, the Sonrais, the Fulani and the Soninke predominate. The main religion is Islam (94.8% of
the population), and 2.4% of the population adheres to Christian beliefs. Traditional spiritual beliefs are
also common among adherents of both Islam and Christianity.

FORMATIVE RESEARCH PARTICIPANTS

A combination of nomination and snowball sampling techniques will be used to identify potential
respondents. It is important that broad representations of the different segments and sectors of the
communities involved in the program be approached and invited to take part in the formative research.
To this end, each site must carefully consider the views, interests, needs, priorities, expectations and
concerns of individuals and communities when identifying participants. In addition, sites must assess
any potential negative impact on certain individuals and/or communities caused by social, cultural,
economic, political and/or environmental circumstances. Each site will define study respondents and
the participant inclusion and exclusion criterion in accordance with local norms and relevance to the
formative research objectives.
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Examples of community and health members or representatives with the following characteristics could
be considered to participate in interviews (sites to include additional categories/subcategories as

appropriate). Data collection approaches and sample sizes are also suggested (see following sections for
detailed information on recruitment and field data collection approaches).

Table 1: Examples of community representatives, methods and sample sizes

Community Representatives Data Collection Approach Expected

Participant Range
Knowledgeable leaders in the community (notables, elders, key informant in-depth interviews 3-6
matrons)

Focus groups (2)
10-16

(total participants)
Community level health care providers (public, private, and key informant in-depth interviews 3-6
traditional, including traditional healers and birth attendants)

Focus groups (2)
10-16

(total participants)
Professionals involved in proceedings related to death and Key informant in-depth interviews 2-5
dying (e.g., mortuary attendants, body preparers,
burial/cemetery workers)
Religious leaders (including representatives of world religious Key informant in-depth interviews 6-10
traditions and indigenous religions)
Local community members representing the potential Semi-structured interviews 8-10
participants in CHAMPS, including parents and/or next of kin
Participants in vigil, burial, or cremation ceremonies, and Key informant in-depth interviews 2-5
other grieving or mourning rituals
Political representatives Semi-structured interviews 4-6
Village chiefs or other traditional authorities Key informant in-depth interviews 6-10

Health/Policy Representatives Data Collection Approach Sample Range

Policy makers from the health, legal, vital registration, etc. Key informant in-depth interviews 3-6
Public health practitioners (staff from governmental health Focus groups (2) 10-16

programs, MCH specialists, representatives of key
international NGOs/FBOs, etc.)

(total participants)

Representatives of clinical and medical professional Semi-structured interviews 3-6
organizations

Clinicians (pediatricians, pathologists, medical officers) Semi-structured interviews 6-8
(outside of the community)

Researchers (demographers, biomedical researchers, Semi-structured interviews 3-6

epidemiologists, etc.)
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RECRUITMENT
The formative research will be an iterative process, whereby recruitment will start from central level
institutions down to local level institutions, less formal organizations and individuals.

At the level of institutions (government, the private sector, research institutions, health facilities), a list
of the departments and sectors within the institutions will be requested, from which the senior-most
and at least one executive or practitioner within the sector will be purposively selected. A meeting
between the appropriate member of the site socio-behavioral science team and the potential
participant will be requested in person in order to invite the potential participant to take part. Snowball
recruitment will also take place. In other words, participants being interviewed may refer to other
people who, in their opinion, would be better suited to discuss particular issues with the research team.
Those newly nominated people will also be invited to participate.

At the community level, meetings with Community Advisory Boards (CAB), local Health Committees (HC)
and community representatives will serve to produce the key sampling frame. During the meetings, the
different interest groups will be mapped, and a list of contacts for the participants will be generated.
One to two individuals representing each interest will then be purposively selected and contacted to be
interviewed. Snowball sampling may also occur until it is felt that sufficient data has been collected to
meet the desired objectives of this protocol.

During the interviews with community representatives, the community level health care providers,
entities involved in proceedings related to death, and the knowledgeable people will be mapped out. As
much as possible, information about where to find those entities will be obtained from those conducting
the interviews. The site socio-behavioral science team will purposively select at least two
representatives from each group, stratified by geographical area, and approach them for inclusion in this
formative research. Because MITS will occur both in clinical and community settings, parents and
relatives of children who have experienced severe illness must be recruited from both contexts in order
to ascertain their perceptions.

The procedure for recruitment from clinical settings will be carried out as follows: children (from 0-5
years of age) who experienced severe illness in the previous 30 days, or those children who have died,
will be listed from health facility records; and, parents and relatives of these children will be identified
with the aid of the health facility records and data from the Health Demographic Surveillance System
(HDSS) in place in each site. If no HDSS is in place, identification will be through health facility records
alone. The CHAMPS protocol will identify specific criteria for defining severe illness. A list of children
along with their respective parents or relatives will be generated and a subset will be will be randomly
selected and visited at home for inclusion.

The procedure for recruitment from community settings will vary depending on existing systems in each
country. The Social Behavioral Science (SBS) lead in each country with work with the CHAMPS Program
Office SBS team to develop a protocol for community recruitment after assessing those systems. Some
examples for possible recruitment would include: using HDSS to determine children who died at home
and visiting their parents (feasible only in countries with active an HDSS); interviewing community
health workers to identify families in the local community that have had a child experience severe illness
and visiting those families regarding possible inclusion in the study (may not be feasible in light of
confidentiality laws); and working with traditional healers and religious leaders to identify families that
have had a child experience severe illness and visiting those families.
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COMMUNITY PARTICIPATION

The formative research component will be implemented with a community entry and engagement
strategy. The two approaches will use mutual feedback since the successful implementation of
formative research requires that community representatives (and the community they represent) be
adequately informed. Community engagement at the start of the formative research will be essential
for reaching consensus with key community stakeholders on the proposed objectives and approaches of
the formative research. In addition, formative research results will inform on-going community
engagement activities to help establish trust between CHAMPS staff and the community as a whole.
Such trust provides a basis for creating sustainable, shared commitments that align and further CHAMPS
objectives and the communities” views, interests, needs, desires, priorities, expectations and concerns.

A dedicated on-site Community Liaison Officer (CLO) will act as the interface between the research

team, the community members, and the community representatives and will be responsible for the
mutual feedback between research findings and the community as a whole in order to improve the
community entry and engagement strategy.

Community participation will focus on eliciting feedback from community members-at-large and from
representative community leaders.

Community members-at-large

The CHAMPS community participation strategy for community members-at-large is based on established
qualitative methodologies in community-based participatory research and action (CBPR/A). The
method, Participatory Inquiry into Community Health Assets (PICK-CHAMP) (Blevins et al., 2012),
employs an asset-based framework adapted from the model of Participatory Rural Appraisal (PRA)
developed by Robert Chambers (Chambers, 1998). PICK-CHAMP was named as a best practice model for
community engagement for activities carried out under the US President’s Emergency Plan for AIDS
Relief (PEPFAR) (Jaskiewicz, et. al., 2009). PICK-CHAMP brings together community members to
participate in workshops designed to describe community members’ perspectives and priorities on a
selected topic. Therefore, the community entry dialogue and additional community engagement
opportunities will help promote and provide context to the topics to be explored in the specific aims
(see previous section).

PICK-CHAMP will serve three purposes: 1) it will serve as the first community participation activity,
setting the stage for building relationships with PICK-CHAMP participants over the course of CHAMPS
activities, 2) qualitative data from PICK-CHAMP on community perceptions beliefs, practices, and
perceptions related to childhood death will be incorporated into Kl and FGD interview guides, and 3) the
same qualitative data will provide feedback on possible modifications to child mortality surveillance,
MITS procedures and protocols. PICK-CHAMP participants will be invited to stay in communication with
the CHAMPS site in country so that findings can be shared and feedback elicited over the course of the
CHAMPS surveillance initiative. In addition, participants will be invited to be part of regular community
meetings to be held as part of the community participation activities over the course of the CHAMPS
program. Appendix F contains the PICK-CHAMP curriculum that will be used.

Community leaders
In sites where Community Advisory Boards (CABs) or local Health Committees (HCs) (or their equivalent)

14



are in place, these structures will constitute key entry points for this aspect of this formative research.
Through meetings between site socio-behavioral science teams and CAB or HC, this protocol and
objectives will be discussed and suggestions from board or committee members will be incorporated
into the formative research Standard Operational Procedures. Additionally, individual or group meetings
(where appropriate) will be held with community-level religious, cultural, political/ administrative
representatives as well as local-level health and/or psycho-social service professionals from the public,
private, faith-based, and traditional sectors. Findings from the community members-at-large workshops
will be shared with community members to begin discussion on community perceptions and priorities.
The discussions in the meetings center on the following issues:

e What are the suitable characteristics and appropriate conduct of research team members when
approaching and interacting with community members

e How CHAMPS activities can align with and support the existing clinical and public health
infrastructure

e How to enter the locations where proceedings related to death take place

e How to best approach and invite family members to participate in formative research (and
ultimately CHAMPS surveillance)

e How to recognize family members” contribution to the formative research (and ultimately
CHAMPS surveillance)

e What are the best channels and approaches to feed back the information gleaned from the
community assessments for CHAMPS activities to community members

Regarding feedback of the results, the same channels used for community entry will be used to share
the outcomes of the formative research and discuss implications. In addition, during the data collection
process, a specific question on how each participant would like to learn about the results of the
formative research will feature as a topic for discussion. The dissemination approach and channels used
will be based on the suggestions of the CAB, community representatives and individual participants.

FIELD DATA COLLECTION METHODS

Qualitative data will be collected through semi-structured interviews, key informant in-depth interviews,
focus group discussions and observations, which are detailed below.

Semi-structured interviews (5SI)

The SSl is a qualitative method of oral inquiry which allows a verbal interchange between an interviewer
and the respondent based on a written interview guide consisting of pre-determined open questions
(see Appendix B for an example SSI guide). The questions are presented in a predetermined format and
sequence, but allowing some flexibility in the way the topics are addressed by both interviewer and
respondent. Specifically, despite having some degree of structure, the respondent is encouraged to
develop his/her ideas, rather than giving “yes” or “no” type of answers (Longhurst, 2010).

This method will be used to obtain and register information on the views, concerns and expectations of
individuals representing entities or institutions that implement or use mortality surveillance with MITS
(policy makers, public health patricians, researchers, clinicians, community-level health care providers,
etc.). SSls will also be carried out among parents of children who have experienced severe illness or
have died and pregnant women. For planning purposes, minimal sample sizes for each target group
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were anticipated (as seen in table 1), based on experiences from past studies. However, a reduced or
additional number or participants per target groups may be recruited depending on the saturation
point. Although indicative minimal sample size has been provided (table 1), participants should be
recruited until theoretical saturation for each research question is reached, which is the point when no
new insights are generated through the data (McLafferty, 2004; Onwuegbuzie et al., 2009). However, it
will be necessary to continue collecting and analyzing data after the initial formative research analysis to
readdress certain community perceptions and potential changes in methods. Data collection and
analysis will be performed in a cyclical way in order to monitor theoretical saturation.

These interviews will be conducted individually, face-to-face and will be audio recorded with the
permission of the participant (respondent). Each SSI will take approximately 45 to 60 minutes and will
be audio-recorded according to the comfort and permission of the participant. Interviews will also be
translated from local language to English, French or Portuguese and transcribed. The interviewer will
take notes during the interviews which will later be translated and entered into a spreadsheet. Data will
be entered in NVivo, a qualitative text-organizing software.

Key informant in-depth interviews

Key informant interviews are qualitative in-depth interviews with those who have firsthand knowledge
of the community. Key informant interviews are typically less structured, open-ended sets of verbal
guestions based on an interview topic guide that orients the interviewer on the overall issues to be
discussed. The topics are very broad and within each topic, the format, order, and depth of each
guestion is formulated by the interviewer (Longurst, 2010) (see Appendix C for an example IDI guide).

Key informant interviews will include, for example: political, religious, traditional authorities, notables,
elders, matrons and others especially those involved in proceedings related to severe disease avoidance,
notification and treatment. In addition, key informants may also involve those involved in events
around a death in order to gain an in-depth understanding of cultural, social and religious norms. Key
informant interviews will also be conducted to explore informants’ roles in the local processes
surrounding death, their opinions about performing MITS to deceased children and the best way to
proceed if MITS were to be offered at the health facility and in the community. Others areas of key
informant interviews may also focus on pregnancy and severe illness as related to CHAMPS. Participants
should be recruited until theoretical saturation for each research question is reached, which is the point
when no new insights are generated through the data (McLafferty, 2004; Onwuegbuzie et al., 2009).
However, it may be necessary to continue collecting and analyzing data after the initial formative
research analysis to readdress certain community perceptions and potential changes in methods. Data
collection and analysis will be performed in a cyclical way in order to monitor theoretical saturation.

Each key informant interview will take approximately 1 hour. The interviews will be audio-recorded
according to the comfort and permission of the participant and translated from local language to
English, French or Portuguese and transcribed. The interviewer will take notes during the interviews
which will later be translated and entered into a spreadsheet. Data will be entered in NVivo, a
gualitative text-organizing software.

Focus group discussions (FGDs)

FGDs are semi-structured forms of verbal exchange between the researcher and the respondents, who
are convened to take part in a group interview (Longhurst, 2010). When required and/or appropriate,
the above information will be collected through focus group discussion because there may be instances
when participants may be more comfortable discussing the topic in a group and/or where a more
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productive and robust conversation occurs due to group dynamics. Each FGD will take no longer than
1.5 hours. All contents of the FGD will be audio-recorded with permission from participants (see
Appendix D for an example FGD guide). Two note-takers will take notes during each FGD which will later
be translated and entered in NVivo for data coding.

Sample and sample size: Focus group discussions (interviews) will include, for example: knowledgeable
leaders in a community including religious, traditional authorities, notables, elders, matrons and others
especially those involved in proceedings related to severe disease avoidance, notification and
treatment. Discussions may also be compromised of those involved in events around a death in order to
gain an in-depth understanding of cultural, social and religious norms. Focus group discussions will also
be conducted to explore community healthcare and public health provider perceptions regarding the
local processes surrounding death, their opinions about performing MITS to deceased children and the
best way to proceed if MITS were to be offered at the health facility and in the community. Focus group
discussions may also emphasize pregnancy and severe illness as related to CHAMPS.

Each focus group discussion will take approximately 1 hour. The discussions will be audio-recorded
according to the comfort and permission of the participant and translated from local language to
English, French or Portuguese and transcribed. The discussions will be facilitated by a member of the
site social behavioral science team and a minimum of two additional transcribers will take notes during
the discussions (which will later be translated). Data will be entered in NVivo, a qualitative text-
organizing software.

Observations

Designated members of the site social sciences team will contact and ask permission to community
leaders to accompany the procedures, rituals, customs and traditions around death at the community
(health centers, funeral homes, religion services, funerals, etc.). Community leaders will intercede with
the family and the community in order to allow the research team to explore attitudes, behaviors and
relationships in this context and to understand the local norms and practices around death. This
approach will help to elucidate appropriate ways of enrolling and involving potential participants.

Once MITS are introduced in the health facility and after they have been introduced in the community, it
will be important to gain direct insights of interactions between health workers and family members of
the deceased. In addition, it is important to understand family members’ attitudes and coping strategies
when facing the task of asking/ giving consent to perform MITS; a skilled social scientist will be present
to observe the entire informed consent process. There will be no direct interaction between the social
scientist and the health worker or with the family members in order to minimize interference with the
decision-making process.

Hospital- and community-based health professionals performing MITS will be under observation while
performing their routine activities in order to determine which procedures are acceptable by them and
which strategies and approaches are the most appropriate for a future implementation of MITS
techniques. The observation sessions will take as long as the procedure being observed lasts. Field
notes will be the main source of recording the information. Appendix E provides a template for field
notes; using this template will help ensure consistency in what is collected across sites.

INFORMED CONSENT PROCEDURES
When recruited individuals arrive for a semi-structured interview, a key informant in-depth interview or
a focus group, the interviewer will read a verbal consent script (see Appendices A, B and C respectively).
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Each potential participant will be informed about the purpose of the formative research, the procedures
to be followed, risks and benefits anticipated, their rights as a participant, and that participation is
voluntary. Informed consent will be adapted according to site-specific requirements. Potential
participants will be informed that:

1) The interview is audio recorded to best capture an accurate record of his/her perspective and
experiences; the interviewer will begin by conducting a short test of the recording capacity to
screen out ambient noise. If recording is not feasible because of such noise or because of
mechanical failure of the recording device, the interviewer will take notes as the interview
proceeds;

2) The participant may refuse to answer any question, or may stop the interview at any time; if the
participant stops the interview, s/he will be asked if the recording of the unfinished interview
might be used for analysis. If not, it will be destroyed as per the participant’s request;

3) The audio recordings will be transcribed in-country, and saved to a cloud-based storage system
until data analysis is completed as reference. This system will be encrypted and password-
protected to ensure security of data.

4) Their decision to participate in the interview (or not) and their decision to answer specific
questions (or not) will not impact their ability to receive health care services in the future.

Any questions will be answered and verbal consent for participation will be sought, but signature
documentation will not be requested.

Justification for Waiver of Documentation of Informed Consent

A waiver of documentation of informed consent is being requested as allowed under US CFR 45.46.117,
which states that the requirement for the investigator to obtain a signed consent form for some of all or
the subjects may be waived under the following conditions:

1) The only record linking the subject and the research would be the consent document and
the principal risk would be potential harm resulting from a breach of confidentiality; and,

2) The research presents no more than minimal risk of harm to subjects and involves no
procedures for which written consent is normally required outside of the research context.

Both of the above conditions are met in this formative research. Therefore, no written documentation
of informed consent will be sought. An unsigned copy of the verbal consent script will be provided to all
participants. Separate verbal consent scripts for participation in individual interviews (both SSls and
IDIs) and FGDs are included in Appendices A, B and C respectively.

For those who are not able to read or read with difficulty, an independent individual with reading skills
will be asked to read out the participant information sheet. After this, time will be allowed for
guestions, which will be answered by the site socio-behavioral science team members. Participants who
still have doubts will be allowed time to consult others (i.e., family members). Participation in the
formative research will be voluntary, and confidentiality will be preserved in accordance with the
national legislation regarding data protection, or in the absence of this, in accordance with the GCP ICH
norms.

Protection of Privacy and Confidentiality

All interviews will be conducted in private locations. If any names happen to be used in the focus groups
and interviews, they will later be stripped from transcripts and replaced by generic distinguishing codes
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that correspond to the focus group discussion number and the gender of the participant.

Only socio-behavioral science team members will have access to data collected. All forms will be stored
in locked cabinets in site socio-behavioral science team offices. All databases and computers will be
password-protected and maintained in secure buildings.

Potential Risks

Participation in this formative research is not anticipated to expose participants to substantial risk or
harm. We will collect no identifying information at any time, and the formative research involves only
minimal or no risk to participants. We will therefore apply for exemption from the requirements for full
IRB review set forth in 45CFR 46 (United States Code of Federal Regulations) and will apply for a similar
exemption from the IRBs or ethics oversight committees of participating sites as required.

The members of the socio-behavioral science team and focus group discussion assistants must consider
risk and harm throughout individual and/or focus group interactions. For example, a mother may
impart traditional (cultural) preterm care practices that could potentially be harmful to the baby.
Careful consideration of how to react to this type of ethical dilemma will be discussed among the
researcher and assistants prior to the focus group sessions.

Risks

Risks from participation in this formative research are limited to possible embarrassment at some
sensitive questions and at voluntary disclosure of sensitive information to other participants in focus
group discussions.

Protection against risks
These risks will be minimized by the voluntary nature of participation. In addition, it will be made clear
to participants that they may decline to answer any question or divulge any information at any time.

Participant names will not be recorded, either at the time of recruitment or during the conduct of focus
groups or interviews. During the focus groups and interviews, participants will be instructed to refrain
from mentioning any specific names (their own or other people’s). In our experience, some individuals
will choose to use their true first name despite such instruction. Therefore, as added protection against
inadvertent disclosure, any potential identifiers in the interview data will be eliminated during the
transcription process by replacing specific names of people, places, or organizations, with general terms
or pseudonyms. Participants will be distinguished from one another by arbitrary, generic codes in
transcripts, which will be assigned in such a way that participants’ comments may be distinguished from
one another but that participants cannot be otherwise identified. We will keep all data confidential. All
information pertaining to the formative research will be stored in locked filing cabinets in office of the
local collaborating institution, and all electronic files will be encrypted. Audio recordings will be
destroyed after accuracy of transcription is verified and after the corresponding digital files have been
securely stored.

Risk/benefit ratio

The risk/benefit ratio for this formative research is appropriate. There is little risk involved with
participating in this formative research. There are also no more than minimal benefits to participants.
What we learn will be used to help implement more effective strategies for communicating and
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implementing CHAMPS activities directly in the communities from which participants come. Therefore,
participants and their communities will benefit indirectly.

Benefits

There are no direct benefits to the participants. This is in accordance with the US Code of Federal
Regulations for studies with minimal risk. The participants may feel a sense of pride or purpose in
knowing that their participation may indirectly benefit their community in the future. For example, the
information gained around the concepts of health seeking behavior, cultural practices, and perceived
barriers to care has the potential to inform programmatic decision-making by national and sub-national
ministry of health and non-governmental organization staff. This may ultimately improve access to and
quality of maternal and newborn health services. Moreover, this formative research will provide crucial
information about the feasibility of CHAMPS surveillance activities in the formative research site settings
which will inform the implementation of these activities using culturally acceptable methods.

Compensation

Participants will not be financially compensated for their time and effort in order to avoid the
perception of coercion. A small item, such as a bar of soap or sack of flour, may be provided as a token
of appreciation to all subjects who are offered participation in the formative research based on the
acceptability of this practice as determined by each site. Participants may also be compensated for
transportation costs by reimbursing each participant for the median cost for in-town public
transportation. Some type of refreshment (i.e., soda, juice) will be provided for each participant when
culturally appropriate.

Data Analysis

Only members of the CHAMPS site and Program Office socio-behavioral science team will have access to
data collected. All forms will be stored in locked cabinets in the offices of socio-behavioral science
members. All databases and computers will be password-protected and maintained in secure buildings.
Members of the site socio-behavioral science teams will be trained on data management, security,
collection, standard coding and data analysis prior to data collection.

Each member of the socio-behavioral science team will complete data summary sheets on a daily basis
to document main themes derived from the discussions and/or observations. If required, members of
the site socio-behavioral science teams will recourse to the audio recordings to complete the
information. By the end of each week, data collectors will be required to complete a spreadsheet based
on data from the summary sheets. This spreadsheet will summarize socio-demographic characteristics
of participants involved in the formative research and the main themes emerging from the discussions
(content analysis). This spreadsheet will provide the capacity to monitor the saturation point.
Additionally, a descriptive analysis will be performed for quantitative indicators (ex: quantifiable
variables from the semi-structured interviews) by frequency distribution.

All data collected (i.e. key informant in-depth interviews, semi-structured interviews, focus group
discussions) will be digitally recorded and later transcribed. Audio contents of interviews and focus
group discussions of pregnant women and next-of-kin experiences will be transcribed verbatim into MS
Word by dedicated trained transcriptionists. If conducted in local language, transcripts will be locally
translated by the same transcriptionists to a formally written language (i.e., Portuguese, English or
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French, depending on the site). Supervisors at sites will perform quality checks of transcripts by
listening to 25% of the audio recordings against the respective transcripts. Field notes taken during
interviews and observations will also be transcribed. Roughly 30% of transcripts in Portuguese and
French will be translated into English for subsequent analysis by team members from the CHAMPS
Program Office for the purposes of quality control. Data analysis will therefore be performed by the
CHAMPS site research team in-county. Analysis training and trouble-shooting will be consistently
monitored through technical assistance provided by Socio-Behavioral Scientists located in the CHAMPS
Program Office.

After all quality checks have been completed, Word documents will be imported into NVivo, version 10;
a software that facilitates the management and coding of large sets of qualitative data. Transcripts,
observation reports and field notes will be coded locally by the research team, which will work
collaboratively across the sites to develop the coding frame. A generic outline of nodes and codes will
be developed (coding tree) which will have the flexibility of including emerging themes from specific
sites (grounded theory). As the emerging themes are incorporated, they will be shared with the
investigators of the 3 sites and in that way the coding tree will be continuously updated. Coded text will
be translated and shared with the other sites for multisite analysis.

Plans for Monitoring the Formative Research for Safety

All audio files will be securely stored with password protection and kept for 5 years beyond the end-date
of data collection. After that period, data will be destroyed. Transcripts will be kept securely in the same
manner, but they will be kept in electronic format as source documents for at least 10 years beyond the
end-date of analysis. NVivo project containing all the transcripts will be kept in the server and can be
used in the future for training and academic purposes.

All data collected in the formative research including audio files, transcripts, and interview notes will be
digitized and downloaded into a formative research database on a password protected computer at
each formative research site. A copy of each digital file will be sent by encrypted electronic mail to the
site socio-behavioral science lead. Hard copies and original files on audio devices will be erased or
destroyed immediately after the site socio-behavioral science lead confirms receipt of the files. The
formative research database will be kept on both the computers of the site socio-behavioral science
lead and those responsible for data collection and transcriptions, which will be password-protected and
located in a 24-hour security-controlled building. A back-up copy of the database will be kept on an
external, encrypted hard-drive in a locked file cabinet of the site socio-behavioral science lead, which is
also in a 24-hour security-controlled building. The CHAMPS Program Office and site socio-behavioral
science team will be the only people to have direct access to the data. Limited and segmented access to
the data files will be granted to data analysis technicians, as needed.

Confidentiality

Actions will be taken to maintain privacy and confidentiality throughout the data collection and analysis
phases of the formative research. Individual and focus group discussion interviews will be conducted in
private settings that minimize the ability and likelihood of non-participants overhearing or viewing the
conversations. Subjects will not be identified personally, nor will personal information about subjects be
collected beyond age, gender, and category (e.g., pregnant women). For protection of subjects, verbal
consent will be collected as opposed to a written consent form. Furthermore, all formative research
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facilitators and note-takers will receive training on maintaining confidentiality and will be required to
sign a confidentiality agreement form prior to conducting interviews. Following consent procedures at
the onset of focus group discussions, the importance of confidentiality will be discussed with
participants. A verbal agreement not to discuss information shared with others outside the group will
be required prior to participation.
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Appendix A: Consent

Verbal Consent

Date (dd/mm/yyyy): __ __ /___/____ __ __
Introduction
Thank you for participating in this interview. | am from

What is this interview?
This is an interview we are asking members of your community to participate in. This is part of a
bigger effort to better understand what members of your community do when: 1) a woman
becomes pregnant, 2) she experiences problems during her pregnancy, or 3) when a child dies.
The results of the interview will help us better understand the causes of child deaths so that we
can help to reduce preventable deaths in the future. Your participation is voluntary (your choice).
If you do not want to participate in the interview, it will not affect your job, your ability to access
health care, or your participation in CHAMPS activities, now or in the future.

What are the possible risks and benefits?
You will be asked to give at most 1.5 hours of your time and you can choose to stop at any time
even if the interview is not complete. We will also give you a form you can send in later if you
change your mind and want us to remove your information from our records. We will not record
your name, but we will record some simple information about you such as your gender, age, and
the country you live in. The only foreseeable risk to you is a potential loss of privacy. However
your privacy is very important to us and we will be very careful with your information. The only
people who will have access to the information shared in the interview will be the members of the
CHAMPS socio-behavioral science team and they will not share individual results with anyone else
for any reason. When the CHAMPS social-behavioral science team shares findings from these
interviews, all information that could identify any individual who was interviewed will be removed
before the findings are shared.

There will be no direct benefit to you or your family members from participating in this
interview. However, the information that you provide may ultimately help us to improve the
health of babies and children in your country in the future.

If you have any further questions about this interview or your participation in this study, please
ask now or contact the following individual: [Name of site lead Socio-Behavioral Scientist]. We can
send you a copy of this information, if you would like.

Contact Information
If, at any time, you have questions about this screening process, your rights as a research participant,
or if you have questions, you may contact the Emory University Institutional Review Board at +01
404-712-0720 or toll-free at +01 877-503-9797 or by email at irb@emory.edu
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Consent

Do you have any questions about anything | just said? Were there any parts that seemed unclear?

Do you agree to take part in the study?

Participant agrees to participate: Yes No

If Yes:

Name of Participant

Name of Legally-Authorized Representative (if non-treatment study, must be parent/legal
guardian of minor, or have Power of Attorney for Research)

Relationship of Legally-Authorized Representative to Participant

Signature of Person Conducting Informed Consent Discussion Date Time

Name of Person Conducting Informed Consent Discussion
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Appendix B: Semi-Structures Interview Guide (example)

Please note that the purpose of this guide is to provide examples for semi-structured interview consent
and questions reflective of the specific aims listed in the protocol. These should be modified to satisfy the
cultural norms, timing and sensitivities in each site accordingly. Interviewing strategies involving
question sequencing, probing structure, timing and transition should also be designed based on each
site’s current methodologies. It is anticipated that 8 to 10 questions will take approximately 1 hour using
a semi-structured method.

Example Types of Interview Questions
Demographic information

Topic 1: Death and related practices (feasibility)
Example questions for the general sample population:
1. Please describe what happens when a child dies in [name of community].
Probes:
e Ask about cultural practices and rituals
e What happens to the corpse?
2. When a child dies, what happens to the child’s spirit and what does the family or the
community do to help this happen?
Probes:
e  Why are those things done? What happens if they’re not done?
e Are there specific things done in the family? Are they done in private? How
does the family tell the community that the child has died? When do they tell?
3. What helps a woman to be healthy during her pregnancy? What causes her to lose her child
during pregnancy? Are the common beliefs and practices around early pregnancy loss,
stillbirth, or neonatal death?
Probes:
e If she loses her child, what does she do?
e What does the community do?
e Are there specific things done in the family? Are they done in private? How
does the family tell the community that the child has died? When do they tell?
4. People are often sad when a child dies. How do people in your community show their
sadness?
Probes:
e Does a family member do anything specifically? Does the mother?
e How does the community support the family?
e Is anything done long after the child has died (e.g., at the anniversary of the child’s
death)?
e What things are done to show sadness when a mother loses her child during
pregnancy?
5. Do you feel there is value in knowing the cause of death?
Probes:
e Explore the desire/willingness to consent.
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e How much or what information would be valued?

Example questions for community health care providers, public health practitioners, clinicians, policy and
political representatives, researchers, etc. (can be used with conjunction with general questions):
1. What are some of the requirements for the health system (i.e. medical facilities) to conduct
MITS procedures?

Probes:
e  What might be the level of current knowledge (about MITS and/or other CHAMPS
activities)?

o Explore the acceptability of MITS among health care workers.

Example questions for next of kin and/or parents (can be used with conjunction with general questions):
1. Do you feel there is value in knowing the cause of death of your [child, niece, nephew,
grandchild, etc.]?
Probes:
e Explore the desire/willingness to consent.
e How much information would be valued?

Topic 2: Ethical Considerations
Example questions for the general sample population:
1. Do you think people should be offered something for taking part in a health-related activity?
Probes:
e Have you had any past experiences with receiving food or money by
participating in [example health activity] (receiving incentives)?
e |f something were offered to members of your community when they take part
in this activity, how would people respond?

2. We want to find out what causes children to die so that we can do something about those
things and have fewer deaths of children. Do you think finding out this information would
be valuable?

Probes:
o Ifit’s valuable, why? If not, why not?

3. [Follow-on to question #2] To find out this information, we have to gather some tissue and
fluids from the body of the child after they die so they we can know what caused the child
to die. We need to do that within 24 hours after a child dies. We would only do it if the
child’s parents agreed. How would your community feel about this being done?

Probes:
e Explore any concerns from the perspective of the community.
e Explore any concerns from the perspective of the family.
e s there anyone in your community

4. Should women in the community talk with our project staff so that the staff can find out
about the things that women face when they’re pregnant and learn about the things that
can make pregnancy difficult? Doing this would only involve us talking with women and we
would only talk with them with their permission.

Probes:
o Ifyes, why? If no, why not?
e Do you think that families in your community would be willing for the
wife/mother to do this?
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Example questions for community health care providers, public health practitioners, clinicians, policy and
political representatives, researchers, etc. (can be used with conjunction with general questions):
1. Whatis the role of the government, if any, when a child dies?
Probes:
o What are the reporting requirements?
e Are there any investigations conducted (i.e. if there is suspicion of intentional
injury causing the death)?
2. What is the process for reporting deaths in [facility name or community]?
Probes:
e Do clinicians feel threatened by results of MITS if different from their diagnosis?
e Would others (i.e. clinical personnel) see MITS as helpful?

Topic 3: Community Entry and Engagement
Example questions for the general sample population:
1. What places do people go to most often for healthcare?
Probes:
e  Which facilities in your community are most often used?
e  Which facilities or health providers are most trusted?
e QOutside of health facilities, who do people see for their health (e.g., a faith
healer, a traditional healer)?

2. We want to find out what causes children to die so that we can do something about those
things and have fewer deaths of children. Do you think finding out this information would
be valuable?

Probes:
e [fit’s valuable, why? If not, why not?

3. [Follow-on to question #2] To find out this information, we have to gather some tissue and
fluids from the body of the child after they die so they we can know what caused the child
to die. We need to do that within 24 hours after a child dies. We would only do it if the
child’s parents agreed. How would your community feel about this being done?

Probes:
e Explore any concerns from the perspective of the community.
e Explore any concerns from the perspective of the family.
e |s there anyone in your community

4. |If tissue and fluids from the body of a child who dies were to be collected with the parents’

permission, what kinds of rumors might start in the community?
Probes:
e Do you have any suggestions about ways we could work in your community to
address those rumors if they started?

5. People are often sad when a child dies. How do people in your community show their
sadness?

Probes:

e Does a family member do anything specifically? Does the mother?

e How does the community support the family?

e Is anything done long after the child has died (e.g., at the anniversary of the child’s
death)?

e What things are done to show sadness when a mother loses her child during
pregnancy?
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Example questions for community health care providers, public health practitioners, clinicians, policy and
political representatives, researchers, etc. (can be used with conjunction with general questions)
1. Who are the most important people that need to be involved in activities related to
community entry [describe community entry]?
Probes:
e Religious leader?
e Village chiefs?
2. What do you think would be the best method of educating the community about MITS?
Probes:
e Explore facility and community discussions.
3. What are some of the best ways to speak with and involve community leaders in CHAMPS
activities [describe CHAMPS activities]?
Probes:
e Explore rituals and traditional practices.

Topic 4: Pregnancy and Birth (perceptions)
Example questions for the general sample population:
1. Please describe how pregnant women receive care during their pregnancy.
Probes:
o How do women share the news of their pregnancy? When does this usually
occur?
e Do women typically go to an antenatal care facility or receive care at home?
e Who provides the care for pregnant women (at home and/or in a facility)?
e Where do women go to deliver? Who provides the care during delivery?
2. What are some barriers to seeking care?

Example questions for community health care providers, public health practitioners, clinicians, policy and
political representatives, researchers, etc. (can be used with conjunction with general questions)
1. What are the current capacities in this [facility or community] to date pregnancies and
postpartum and newborn exams?
Probes:
e Explore types of care and quality of care.
2. Canyou describe any policies related to antenatal care?
Probes:
e Explore strengths and weaknesses of antenatal care.
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Appendix C: Key Informant In-Depth Interview Guide (example)

Please note that the purpose of this guide is to provide examples for key informant in-depth interview
consent and questions reflective of the specific aims listed in the protocol. These should be modified to
satisfy the cultural norms, timing and sensitivities in each site accordingly. Interviewing strategies
involving question sequencing, probing structure, timing and transition should also be designed based on
each site’s current methodologies.

Example Types of Interview Questions

Topic 1: Death and related practices (feasibility)
Example questions for the general sample population:
1. Please describe what happens when a child dies in [name of community].
Probes:
e Ask about cultural practices and rituals
e What happens to the corpse?
2. When a child dies, what happens to the child’s spirit and what does the family or the
community do to help this happen?
Probes:
e Why are those things done? What happens if they’re not done?
e Are there specific things done in the family? Are they done in private? How
does the family tell the community that the child has died? When do they tell?
3. Who are the people who take the lead in doing these things in your community
Probes:
e What do religious or spiritual leaders do? Is there more than one type of
religious leader in your community?
e What do healthcare workers do?
e What do women do? What do men do? What do children do?
4. Can you tell me what happens to the body of a child who dies?
Probes:
e How is the body cared for after death?
e How is the body buried?
e Who prepares the body?
e s there a religious service or some activity the community does together when
the child’s body is buried? If so, who leads it?
5. Are these things always done for everybody or do people decide that some things don’t
have to be done?
Probes:
e How important is it to carry out these activities?
e Imagine that these activities weren’t carried out. What would happen?
6. What helps a woman to be healthy during her pregnancy? What causes her to lose her child
during pregnancy?
Probes:
e If she loses her child, what does she do?
e What does the community do?
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e Are there specific things done in the family? Are they done in private? How
does the family tell the community that the child has died? When do they tell?
7. Is someone or something to blame for the death of a child or the loss of a child during
pregnancy?
Probes:
e Ifso, whois it? What is it?
e What does the community do in response?
8. People are often sad when a child dies. How do people in your community show their
sadness?
Probes:
o Does a family member do anything specifically? Does the mother?
e How does the community support the family?
e s anything done long after the child has died (e.g., at the anniversary of the child’s
death)?
e What things are done to show sadness when a mother loses her child during
pregnancy?
9. Do you feel there is value in knowing what caused a child to die?
Probes:
e  Why would this be valuable?
e Explore the desire/willingness to consent.
e How much or what information would be valued?
10. Our project wants to work collaboratively and respectfully with your community? Do you
have any suggestions for helping us to do that?
Probes:
e How can we be mindful and respectful of mothers’ and families’ needs after the
death of a child?
e How can we be mindful and respectful of the community’s needs after the
death of a child?

Example questions for community health care providers, public health practitioners, clinicians, policy and
political representatives, researchers, etc. (can be used with conjunction with general questions):
1. What are some of the requirements for the health system (i.e. medical facilities) to conduct
MITS procedures?

Probes:
e What might be the level of current knowledge (about MITS and/or other CHAMPS
activities)?

e Explore the acceptability of MITS among health care workers.
2. Having named those requirements, which of them are in place in your health system?

Probes:

e What would need to be put in place in regard to facilities? Equipment? Personnel?
3. What role could your health system play in carrying out MITS?

Probes:

e Could MITS be carried out in your health facilities?

e Could your healthcare workers go out into the community to carry out MITS?
4. What role could your health system play in carrying out pregnancy surveillance?

Probes:

e Could pregnancy surveillance be carried out in your health facilities?
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e Could your healthcare workers go out into the community to carry out pregnancy
surveillance?
e Do you have access to an existing disease surveillance database that could provide
data for pregnancy surveillance
5. How can CHAMPS activities work with the existing health priorities and activities in the
community?
Probes:
e How can CHAMPS activities integrate with and/or support the activities of your
health system?
e How can CHAMPS contribute to the public health infrastructure of your
community?

Example questions for next of kin and/or parents (can be used with conjunction with general questions):
1. Do you feel there is value in knowing the cause of death of your [child, niece, nephew,
grandchild, etc.]?
Probes:
e Explore the desire/willingness to consent.
e How much information would be valued?
2. What is most important for us to do in showing our respect to your family during this
difficult time?

Topic 2: Ethical Considerations
Example questions for the general sample population:
1. Do you think people should be offered something for taking part in a health-related activity?
Probes:
e Have you had any past experiences with receiving food or money by
participating in [example health activity] (receiving incentives)?
o If something were offered to members of your community when they take part
in this activity, how would people respond?

2. We want to find out what causes children to die so that we can do something about those
things and have fewer deaths of children. Do you think finding out this information would
be valuable?

Probes:
o Ifit’s valuable, why? If not, why not?

3. [Follow-on to question #2] To find out this information, we have to gather some tissue and
fluids from the body of the child after they die so they we can know what caused the child
to die. We need to do that within 24 hours after a child dies. We would only do it if the
child’s parents agreed. How would your community feel about this being done?

Probes:
e Explore any concerns from the perspective of the community.
e Explore any concerns from the perspective of the family.
e Is there anyone in your community who would need to give their approval to
allow community members to take part in CHAMPS?

4. Should women in the community talk with our project staff so that the staff can find out
about the things that women face when they’re pregnant and learn about the things that
can make pregnancy difficult? Doing this would only involve us talking with women and we
would only talk with them with their permission.

Probes:
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o Ifyes, why? If no, why not?
e Do you think that families in your community would be willing for the
wife/mother to do this?

5. You described for us things that are important in the community to do when a child dies.
We've described for you the importance for CHAMPS of identifying the things that cause
children to die so that we can do something about those things. How important are each of
these things to your community?

Probes:
e If community activities are more important, why?
o If CHAMPS objective is more important, why?
6. Do you think that it’s possible to do the things that are important in the community when a
child dies AND to gather the tissue and fluid samples from the child’s body?
Probes:
e If no, please describe the reasons why both aren’t possible in your opinion
o If yes, please describe the ways that both can be done
7. How can CHAMPS be respectful of and build the trust of community members?
Probes:
e Can you think of anything we might do accidentally that would be offensive to
the community?
e What are the best ways for us to work with the community? What are the best
ways to share what we find?

Example questions for community health care providers, public health practitioners, clinicians, policy and
political representatives, researchers, etc. (can be used with conjunction with general questions):
1. Whatis the role of the government, if any, when a child dies?
Probes:
e What are the reporting requirements?
e Are there any investigations conducted (i.e. if there is suspicion of intentional
injury causing the death)?
2. What is the process for reporting deaths in [facility name or community]?
Probes:
e Do clinicians feel threatened by results of MITS if different from their diagnosis?
e  Would others (i.e. clinical personnel) see MITS as helpful?

Topic 3: Community Entry and Engagement
Example questions for the general sample population:
1. What places do people go to most often for healthcare?
Probes:
e  Which facilities in your community are most often used?
e  Which facilities or health providers are most trusted?
e QOutside of health facilities, who do people see for their health (e.g., a faith
healer, a traditional healer)?

2. We want to find out what causes children to die so that we can do something about those
things and have fewer deaths of children. Do you think finding out this information would
be valuable?

Probes:
e Ifit’s valuable, why? If not, why not?
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3.

[Follow-on to question #2] To find out this information, we have to gather some tissue and
fluids from the body of the child after they die so they we can know what caused the child
to die. We need to do that within 24 hours after a child dies. We would only do it if the
child’s parents agreed. How would your community feel about this being done?

Probes:
e Explore any concerns from the perspective of the community.
e Explore any concerns from the perspective of the family.
e |sthere anyone in your community

If tissue and fluids from the body of a child who dies were to be collected with the parents’

permission, what kinds of rumors might start in the community?
Probes:
e Do you have any suggestions about ways we could work in your community to
address those rumors if they started?
People are often sad when a child dies. How do people in your community show their
sadness?
Probes:
e Does a family member do anything specifically? Does the mother?
e How does the community support the family?
e s anything done long after the child has died (e.g., at the anniversary of the child’s
death)?
e What things are done to show sadness when a mother loses her child during
pregnancy?

6. How can CHAMPS be respectful of and build the trust of community members?

Probes:
e Can you think of anything we might do accidentally that would be offensive to
the community?
e What are the best ways for us to work with the community? What are the best
ways to share what we find?

Example questions for community health care providers, public health practitioners, clinicians, policy and
political representatives, researchers, etc. (can be used with conjunction with general questions)
1. Who are the most important people that need to be involved in activities related to

community entry [describe community entry]?
Probes:
e Religious leader?
e Village chiefs?
e Others?
What do you think would be the best method of educating the community about MITS?
Probes:
e Explore facility and community discussions
What are some of the best ways to speak with and involve community leaders in CHAMPS
activities [describe CHAMPS activities]?
Probes:
e Explore rituals and traditional practices.

Topic 4: Pregnancy and Birth (perceptions)
Example questions for the general sample population:
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Please describe how pregnant women receive care during their pregnancy.
Probes:
e How do women share the news of their pregnancy? When does this usually
occur?
e Do women typically go to an antenatal care facility or receive care at home?
e Who provides the care for pregnant women (at home and/or in a facility)?
e  Where do women go to deliver? Who provides the care during delivery?
What are some barriers to seeking care?

What are some barriers to care for women who are pregnant?

What do people in the community do when they find out a woman is pregnant?
Probes:
e What happens among women when they find out another woman is pregnant?
e What happens among men when they find out a man’s wife is pregnant
e What happens in the family when the mother finds out she’s pregnant?

e What happens in your faith communities when the members find out that a woman

in the community is pregnant?

Example questions for community health care providers, public health practitioners, clinicians, policy and
political representatives, researchers, etc. (can be used with conjunction with general questions)

1.

2.

What are the current capacities in this [facility or community] to date pregnancies and
postpartum and newborn exams?
Probes:
e Explore types of care and quality of care.
Can you describe any policies related to antenatal care?
Probes:
e Explore strengths and weaknesses of antenatal care.
How could CHAMPS activities be aligned with and complement your current antenatal and
postpartum services?
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Appendix D: Focus Group Discussion Guide (example)

Please note that the purpose of this guide is to provide examples for focus group consent and questions
reflective of the specific aims listed in the protocol. These should be modified to satisfy the cultural
norms, timing and sensitivities in each site accordingly. Interviewing strategies involving question
sequencing, probing structure, timing and transition should also be designed based on each site’s current
methodologies.

Example Types of Focus Group Discussion Questions

Topic 1: Death and related practices (feasibility)
Example questions for the general sample population (i.e. community health care leaders and providers,
public health practitioners, clinicians, etc.)
1. Please describe what happens when a child dies in [name of community].
Probes:
e Ask about cultural practices and rituals
e What happens to the corpse?
2. Canyou tell me what happens to the body of a child who dies?
Probes:
e How is the body cared for after death?
e How is the body buried?
e Who prepares the body?
e Isthere a religious service or some activity the community does together when
the child’s body is buried? If so, who leads it?
3. Are these things always done for everybody or do people decide that some things don’t
have to be done?
Probes:
e How important is it to carry out these activities?
e Imagine that these activities weren’t carried out. What would happen?
4. What helps a woman to be healthy during her pregnancy? What causes her to lose her child
during pregnancy?
Probes:
e If she loses her child, what does she do?
e What does the community do?
e Are there specific things done in the family? Are they done in private? How
does the family tell the community that the child has died? When do they tell?
5. Our project wants to work collaboratively and respectfully with your community? Do you
have any suggestions for helping us to do that?
Probes:
e How can we be mindful and respectful of mothers’ and families’ needs after the
death of a child?
e How can we be mindful and respectful of the community’s needs after the
death of a child?
6. What are some of the requirements for the health system (i.e. medical facilities) to conduct
MITS procedures?
Probes:
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e What might be the level of current knowledge (about MITS and/or other CHAMPS
activities)?
e Explore the acceptability of MITS among health care workers.
7. Having named those requirements, which of them are in place in your health system?
Probes:
e What would need to be put in place in regard to facilities? Equipment? Personnel?
8. What role could your health system play in carrying out MITS?
Probes:
e Could MITS be carried out in your health facilities?
e Could your healthcare workers go out into the community to carry out MITS?
9. What role could your health system play in carrying out pregnancy surveillance?
Probes:
e Could pregnancy surveillance be carried out in your health facilities?
e Could your healthcare workers go out into the community to carry out pregnancy
surveillance?
e Do you have access to an existing disease surveillance database that could provide
data for pregnancy surveillance
10. How can CHAMPS activities work with the existing health priorities and activities in the
community?
Probes:
e How can CHAMPS activities integrate with and/or support the activities of your
health system?
e How can CHAMPS contribute to the public health infrastructure of your
community?

Topic 2: Ethical Considerations
Example questions for the general sample population (i.e. community health care leaders and providers,
public health practitioners, clinicians, etc.):

1. Do you think people should be offered something for taking part in a health-related activity?

Probes:
e Have you had any past experiences with receiving food or money by
participating in [example health activity] (receiving incentives)?
e If something were offered to members of your community when they take part
in this activity, how would people respond?

2. Should women in the community talk with our project staff so that the staff can find out
about the things that women face when they’re pregnant and learn about the things that
can make pregnancy difficult? Doing this would only involve us talking with women and we
would only talk with them with their permission.

Probes:
e Ifyes, why? If no, why not?
e Do you think that families in your community would be willing for the
wife/mother to do this?

3. Do you think that it’s possible to do the things that are important in the community when a

child dies AND to gather the tissue and fluid samples from the child’s body?
Probes:
e If no, please describe the reasons why both aren’t possible in your opinion
e If yes, please describe the ways that both can be done
4. How can CHAMPS be respectful of and build the trust of community members?
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Probes:
e (Can you think of anything we might do accidentally that would be offensive to
the community?
e What are the best ways for us to work with the community? What are the best
ways to share what we find?
3. What s the role of the government, if any, when a child dies?
Probes:
e  What are the reporting requirements?
e Are there any investigations conducted (i.e. if there is suspicion of intentional
injury causing the death)?
4. What is the process for reporting deaths in [facility name or community]?
Probes:
e Do clinicians feel threatened by results of MITS if different from their diagnosis?
e Would others (i.e. clinical personnel) see MITS as helpful?

Topic 3: Community Entry and Engagement
Example questions for the general sample population (i.e. community health care leaders and providers,
public health practitioners, clinicians, etc.):
1. What places do people go to most often for healthcare?
Probes:
e  Which facilities in your community are most often used?
e  Which facilities or health providers are most trusted?
e QOutside of health facilities, who do people see for their health (e.g., a faith
healer, a traditional healer)?
2. |If tissue and fluids from the body of a child who dies were to be collected with the parents’
permission, what kinds of rumors might start in the community?
Probes:
e Do you have any suggestions about ways we could work in your community to
address those rumors if they started?
3. People are often sad when a child dies. How do people in your community show their
sadness?
Probes:
e Does a family member do anything specifically? Does the mother?
e How does the community support the family?
e Is anything done long after the child has died (e.g., at the anniversary of the child’s
death)?
e What things are done to show sadness when a mother loses her child during
pregnancy?
4. How can CHAMPS be respectful of and build the trust of community members?
Probes:
e Can you think of anything we might do accidentally that would be offensive to
the community?
e  What are the best ways for us to work with the community? What are the best
ways to share what we find?
5. Who are the most important people that need to be involved in activities related to
community entry [describe community entry]?
Probes:
e Religious leader?
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e Village chiefs?
e Others?
6. What do you think would be the best method of educating the community about MITS?
Probes:
e Explore facility and community discussions
7. What are some of the best ways to speak with and involve community leaders in CHAMPS
activities [describe CHAMPS activities]?
Probes:
e Explore rituals and traditional practices.

Topic 4: Pregnancy and Birth (perceptions)
Example questions for the general sample population (i.e. community health care leaders and providers,
public health practitioners, clinicians, etc.):
1. Please describe how pregnant women receive care during their pregnancy.
Probes:
e How do women share the news of their pregnancy? When does this usually
occur?
e Do women typically go to an antenatal care facility or receive care at home?
e Who provides the care for pregnant women (at home and/or in a facility)?
e Where do women go to deliver? Who provides the care during delivery?
2. What are some barriers to care for women who are pregnant?
3. What do people in the community do when they find out a woman is pregnant?
Probes:
e What happens among women when they find out another woman is pregnant?
e What happens among men when they find out a man’s wife is pregnant
e What happens in the family when the mother finds out she’s pregnant?
e What happens in your faith communities when the members find out that a woman
in the community is pregnant?
4. What are the current capacities in this [facility or community] to date pregnancies and
postpartum and newborn exams?
Probes:
e Explore types of care and quality of care.
5. Canyou describe any policies related to antenatal care?
Probes:
e Explore strengths and weaknesses of antenatal care.
6. How could CHAMPS activities be aligned with and complement your current antenatal and
postpartum services?
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Appendix E: Field Notes Template for Observation Data

Please note that the purpose of this guide is to provide examples for observation opportunities reflective
of the specific aims listed in the protocol. These should be modified to satisfy the cultural norms, timing
and sensitivities in each site accordingly.

1. As best you can, provide a brief description of the ritual
e Source of this information: (e.g., subjective impression, discussion with someone present)

2. What does the ritual signify?
e Source of this information: (e.g., subjective impression, discussion with someone present)

3. Where is the ritual being held?
e What is the significance of the site, if any?
e Source of this information: (e.g., subjective impression, discussion with someone
present)

4. Who is present for the ritual?
e What are the various roles of those present?
e Whois the leader/leaders?
e Are there any variations in roles based on characteristics such as gender, age, relationship to
person who died?
e |sanyone absent?
=  Source of this information: (e.g., subjective impression, discussion with
someone present)

5. What are the elements of the ritual? What activities are performed?
e Do the various activities signify anything in particular?
= Source of this information: (e.g., subjective impression, discussion with
someone present)

6. When is the ritual carried out?
e What time of day?
e How long after the death of the child?
e What events occur before or after these events?
e s timing important?
= Source of this information: (e.g., subjective impression, discussion with
someone present)
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Template for Observation of Discussion with Family for Possible Participation in MITS

1. What CHAMPS team member(s) spoke with the family?
e Who did they speak to? Primarily the husband? Primarily the wife? Both? Did they acknowledge
all family members?

2. What was said?
e Did the CHAMPS team member say anything before discussing MITS? If so, what did s/he say?
(be detailed here. If necessary, continue this on the back of the sheet)
e How did the CHAMPS team member broach the subject of the family consenting to MITS? What
did s/he say (again, be as detailed as possible)
e Was there any form of non-verbal communication? (e.g., eye contact, a touch on a family
member’s hand, etc)

3. What was the family’s response?
e What did they say specifically?
e What questions did they ask?
e What were the responses back from the CHAMPS team member?
e Did the family display emotion? If so, what emotion was displayed?

4. Did the family consent

e [f so, what elements of the conversation were most important for eliciting their consent, in your
opinion?
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Appendix F: PICK-CHAMP Workshop Curriculums

Community Members Workshop

e Exercise 1: Perceptions of Pregnancy
o Task: Identify community members’ perspectives of the things that cause problems in
pregnancy and the things that contribute to a healthy pregnancy
o Output: A participant driven list of factors that impact pregnancy

e Exercise 2: Perceptions of Childhood Health and Iliness
o Task: Identify community members’ perspectives of the things that contribute to
healthy children and the things that cause childhood illness and death.
o Output: A participant driven list of factors that impact childhood health, illness, and
death.

e Exercise 3: Participants’ Perception of the Death of a Child
o Task: Participants develop a list of community activities undertaken when a child dies.
o Output: A list of most important things done in the community when a child dies
generated by each individual participant.

e Exercise 4: Community Responses to Childhood Death
o Task: Participants decide upon the most important things done in their community
when a child dies.
o Output: A ranked list of things done in the community with the most important 4-6
listed.

e Exercise 5: Commonalities Between CHAMPS Objectives and Community Priorities
o Task: Identify commonalities between community priorities and norms and the
objectives of CHAMPS
o Output: A participant-driven list of messages based on community norms and language
that re-enforce the objectives of CHAMPS with the three most powerful messages
identified.

e Exercise 6: Relationship Between Community Responses to Childhood Death and CHAMPS
Activities
o Task: Assess the level of alignment or tension between CHAMPS activities and
community responses to childhood death.
o Output: A ranked matrix of alignment and tension between CHAMPS activities and
community activities.

e Exercise 7: Community Organizations That Could Support CHAMPS Activities
o Task: Generate a list of valued community organizations and leaders in the community
that could support CHAMPS.
o Output: A participant driven list of local community organizations that are important
resources for the community to respond to the death of a child that participants also
identify as potentially supporting one or more CHAMPS activities.
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Community Leaders Workshop

Exercise 1: A History of Our Community
o Task: Develop a timeline of key social, political and health events in the local community
over the last 50 years.
o Output: A timelines that reflects important historical events and show historical trends
that have shaped the current health, social, and political environments.

Exercise 2: Commonalities Between CHAMPS Objectives and Community Priorities
o Task: Identify commonalities between community priorities and norms and the
objectives of CHAMPS
o Output: A participant-driven list of messages based on community norms and language
that re-enforce the objectives of CHAMPS with the three most powerful messages
identified.

Exercise 3: Perceptions About CHAMPS Activities
o Task: Assess the level of alignment or tension between CHAMPS activities and
community responses to childhood death.

o Output: A matrix of alignment and tension between CHAMPS activities and community
activities.

Exercise 4: Building Support for CHAMPS
o Task: Use the key messages created in exercise 2 to create/strengthen alignment
between community activities and CHAMPS activities
o Output: A participant driven list of action steps (and champions) that align with
community messages that could be undertaken to build support for CHAMPS

Exercise 5: Creating a Spiderweb
o Task: Identify the relationships among key organizations that could support CHAMPS as
identified in the community members workshop.
o Output: A participant developed social network map and contact information for
potential community partners of CHAMPS.
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Appendix G: Example Timeline for Year 1 (for site consideration)

Activities

| Jan | Feb | Mar | April | May | June | July | Aug | Sept | Oct | Nov | Dec

Protocol Adaption (at site)

Review all materials and forward implementation plan for review

Finalize protocol and implementation requirements

Finalize all training materials

IRB Approvals

IRB approval

Submit amendments as required

Community Entry and Engagement Workshops (PICK-CHAMP)

Set dates for the workshop

Recruit participants

Conduct workshops

Semi-Structured Interviews (SSIs)

Train research assistants

Identify incentives and participant transportation

Identify participants

Refine interview questions

Conduct interview pre-test (pilot)

Refine interview questions again

Conduct interviews

Key Informant In-Depth Interviews

Identify participants

Refine interview questions

Conduct interview pre-test (pilot)

Refine interview questions again

Conduct interviews

Focus Group Discussions (FDGs)

Identify and arrange site locations for focus groups

Identify participants

Register participants

Develop focus groups questions

Conduct focus group in [insert area]

Conduct focus group in [insert area]

Analysis

Analyze data for SSlIs and key informant in-depth interviews

Analyze data for FGDs
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Draft preliminary reports

Post activities

Conduct evaluation

Finalize reports and continue to inform community engagement and CHAMPS
activities
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Community Engagement Planning

Site Visit

April 2017

This document provides guidance to Country Sites in the Child Health and Mortality

Prevention Surveillance (CHAMPS) network on the activities carried out in a

community engagement planning site visit. Through the site visit, Country Sites will

develop a community engagement approach in collaboration with the CHAMPS
Program Office as they carry out CHAMPS activities in local communities. This

document will allow Country Site staff to prepare for a strategic planning site visit to

develop their community engagement approach.
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l. SITE VISIT AGENDA
Subject to modification
DAY ONE
1. Introduction: The CHAMPS Approach to Community Engagement
e The Importance of Community Engagement in the Success of CHAMPS
¢ The Goals, Objectives, and Outputs of Community Engagement
o Descriptions
o Rationale
o CHAMPS Community Engagement Logic Model
2. The Site’s History of Community Engagement
e Building on existing relationships
o0 Existing organizations/bodies
0 History of community engagement
0 Self-assessment of strengths/weaknesses
e Additional elements that CHAMPS should build on (the unique context of CHAMPS)
3. Activities to Achieve Community Engagement Objectives
e Current activities
¢ Findings from PICK-CHAMP/Formative Research informing the two objectives and
related ouputs
e Community Engagement Activities (initial draft) and their place in the logic model

DAY TWO
Community Visits and Meetings: The specific agenda will be developed in conjunction with
the site prior to the visit. The objectives of these meetings are to:
1. Introduce the community to community engagement objectives and plans
2. Present findings from the PICK-CHAMP workshops and relevant formative research
3. Discuss challenges and opportunities in the community for implementing and
sustaining CHAMPS in light of those findings and CHAMPS objectives
4. Gather community input on implementing community engagement

DAY THREE

1. Developing the site’s community engagement plan
e Modifying the day one draft based on community input from day two
e Creating and defining activities and approaches

2. Identifying and addressing Logistics

¢ Budget

e Staffing

e Community partners
e Timelines

e Activity planning

DAY FOUR
1. Identifying and addressing logistics (continued)
2. Community feedback
e Present complete draft plan to community representatives (e.g., the site’s Community
Advisory Board)
e Address concerns and adapt as needed
3. Adopt final plan



INTRODUCTION

The purpose of the strategic planning site visit is to develop a site-specific
community engagement approach to demonstrate to the communities where
CHAMPS is being carried out that the Country Site is committed to collaboration,
transparency, open communication, and a focus on community priorities. Through
the strategic planning site visit, staff from the Country Site and the Program Office
will determine the activities to be carried out in local communities in order to achieve
the goal and objectives of the CHAMPS community engagement approach:

Section 2.01 Goals, Objectives, and Outputs

While each Country Site will develop its own specific community engagement
activities, community engagement across the CHAMPS network is guided by a
common goal and two common objectives.

GOAL: Work in partnership local communities to develop and implement activities
that help align the CHAMPS site with community values, priorities and interests in
relation to CHAMPS activities with a long-term impact on improving maternal and
child heatlh.

OBJECTIVES: To accomplish this goal, the CHAMPS community engagement
approach focuses on two objectives, one of which is responsive and the other
proactive:

1. Objective 1: Increase the feasibility of carrying out CHAMPS mortality and

pregnancy surveillance in the community.

This objective will be accomplished through responsive activities to address
community concerns that arise in response to any CHAMPS activities at the
site. Outputs to further this objective will reflect the metrics for measuring
feasibility in the SBS formative research:

a. Increase acceptability of CHAMPS surveillance activities in the

community.
b. Improve practicality of CHAMPS surveillance activities.
c. Support implementation of CHAMPS surveillance activities.

. Objective 2: Develop and sustain activities that demonstrate respect for the

community and reflect the communities’ priorities in relation to maternal and
child health.

This objective will be accomplished through proactive activities. Four outputs
will further this objective:

a. Build partnerships with existing, trusted community organizations and
key leaders already at work to improve maternal and child health.

b. Implement activities focused on maternal and child health with input
from the community in collaboration with existing, trusted community
organizations and key leaders.

c. Develop communication feedback mechanisms in which insights from
the community inform CHAMPS surveillance efforts and data from
those efforts are shared back to the community.



d. Demonstrate respect for all families who have lost children through
culturally appropriate religious and community rituals that honor
children in the community who have died.

Through the site visit the Program Office will work with Country Sites to formulate
their community engagement approaches to reflect the objectives and outputs of the
CHAMPS community engagement approach. The Social-Behavioral Sciences
(SBS) staff in the Country Sites will be familiar with these objectives since they are
discussed as part of the initial activities of social-behavioral sciences, especially in
relation to the community entry activity known as Participatory Inquiry into
Community Knowledge of Child Health and Mortality Prevention (PICK-CHAMP).
The site visit will occur following the PICK-CHAMP workshops and the completion of
the first wave of formative research activities. The site visit will involve not only the
SBS staff but representatives from other science teams as well as leadership from
the site. In addition, Program Office and Country Site staff will participate in
community meetings and work with community representatives and leaders to create
the community engagement approach. Once each site’s specific community
engagement approach is determined, the site staff will begin to implement
community engagement activities, which will be carried out in tandem with ongoing
formative research activities over the duration of the program. Of course, community
engagement approaches and activities can and will be modified over the life of the
CHAMPS program; nonetheless, the initial plan for community engagement
developed through this process will be crucial for creating strong community
partnerships that will be essential for support and sustainability of CHAMPS.

Section 2.02 Project objectives and outputs and logic model

The following pages provide a graphic of the relationships between objectives and
outputs as well as logic model for the CHAMPS community engagement approach



GOAL: Work in partnership local communities to develop and implement activities that help align the CHAMPS site with
community values, priorities and interests in relation to CHAMPS activities with a long-term impact on improving maternal and

child heatlh.

Objective 1: Increase the feasibility
of carrying out CHAMPS mortality
and pregnancy surveillance in the

community.

/ Output 1.1: \ / Output 1.2: \ / Output 1.3: \
Increase Imprové ' Support
acceptability of L implementa-
CHAMPS Practicality of tion of

. CHAMPS
surveillance ) CHAMPS
activities in the survgl_llgnce surveillance
community. activities. activities.
- AN AN J

Objective 2: Develop and sustain
activities that demonstrate respect
for the community and reflect the
communities’ priorities in relation to
maternal and child health.

Output 2.4:
Demonstrate
respect for
families and

ication honor children
feedback who have
mechanisms. died.

Output 2.3:
Develop
commun-

Output 2.2:
Implement
activities
focused on
maternal and
child health.

Output 2.1:
Partner with
trusted
community
organizations.

Notes: Specific activities related to the outputs named above will be developed with each Country Site. Activities will be culturally and contextually
relevant to communities where the CHAMPS personnel in the Country Site work. The outputs for objective 1 reflect the research variables in the SBS
conceptual framework for formative research across the CHAMPS network. Specific Country Sites have added site-specific variable to their conceptual
frameworks. In such cases, sites are encouraged to develop additional outputs (e.g., activities) related to any site-specific variables. In such instances,

those activities will be developed during the site visit.



GOALS AND INPUTS OUTPUTS OUTCOMES
OBJECTIVES
Activities Participation Short Term Medium Term  Long Term
1. Increase the feasibility of CHAMPS Personnel 1. Increase CHAMPS Short Term Medium Term | Long Term
carrying out CHAMPS Community members acceptability of Personnel, with Supportive Increased Imoroved
mortality and pregnancy y CHAMPS leadership from corFr:Fr)nunit acceptance of mapternal and
surveillance in the Partner community surveillance SBS y P ' )
. o S leaders surveillance child health in
community. organizations activities in the .
. Community engaged the
. community. Stronger ;
Community leaders members Specif hi community
. 2. Improve _ pecific partnerships
Community members o Community elements of in the
Practicality of leaders CHAMPS communit
PICK-CHAMP findings CHAMPS o veillance y
) surveillance Community ;
Formative Research activities organizations that are in
findings ' 9 tension with
. 3. Support Governmental community
Surveillance SOPs implementation | organizations identified
i f CHAMP .
Grant deliverables gur?/eillancg Faith-based Needed
CHAMPS objectives i organizations resources
activities. ; X e
d (both service identified
Budget providers and
Materials/logistics faith
communities)
2. Develop and sustain CHAMPS Personnel 1. Build CHAMPS Short Term Medium Term | Long Term
activities that demonstrate Community members partnerships Personnel, with Community- Increased Imoroved
respect for the community y with existing, leadership from Y P
. focused MCH | trust maternal and
and reflect the Partner community trusted SBS activities child health
communities’ priorities in organizations community Community initiated CHAMPS
relation Community leaders organizations. members activities and

data informed




Community members
PICK-CHAMP findings

Formative Research
findings

Identified community
priorities

Budget

Materials/logistics

2. Implement
activities
focused on
maternal and
child health.

3. Develop
communication
feedback
mechanisms.

4. Demonstrate
respect for
families and
honor children
who have died.

Community
leaders

Community
organizations

Governmental
organizations

Faith-based
organizations
(both service
providers and
faith
communities)

by community
contributions

NOTE: During the site visit, specific activities that reflect the outputs named above will be identified. In addition, additional outputs that reflect site-
specific variables in the SBS conceptual framework will be developed. Finally, site-specific outcomes will be identified and defined. These activities and
outcomes will then be placed in the logic model.



Section 2.03 Rationales for the Outputs

This section will describe the rationale the outputs related to each objective.
(a) Objective 1
Increase the feasibility of carrying out CHAMPS mortality and pregnancy
surveillance in the community.

(i) Output 1.1:
Increase acceptability of CHAMPS surveillance activities in the community.

Rationale: In order to accomplish this output, the CHAMPS Country Site
will respond to the following questions:

Are CHAMPS activities (pregnancy surveillance, mortality surveillance,
demographic surveillance, verbal autopsy, and MITS) acceptable in the
communities within the catchment area? Why or why not?

[Note: For further elaboration on the activities across the SBS team that
will be carried out to answer these questions, see the SBS Protocol for
the Country Site]

Community engagement activities will contribute to knowledge on ways
to increase acceptability in addition to SBS formative research. The
specific nature of these activities will be determined by the site visit.

(i) Output 1.2:
Improve practicality of CHAMPS surveillance activities.

Rationale: In order to accomplish this output, the CHAMPS Country Site
will respond to the following question:
If acceptable, can surveillance activities practically be carried out?

Practicality is assessed in light of two focuses: 1) the overall community
infrastructure that must be in place to support surveillance and 2) the
community activities that occur when a child dies when must be
respected when carrying out surveillance activities.

[Note: For further elaboration on the activities across the SBS team that
will be carried out to answer this question, see the SBS Protocol for the
Country Site]

Community engagement activities will contribute to knowledge on ways
to improve practicality in addition to SBS formative research. The
specific nature of these activities will be determined by the site visit.

(i) Output 1.3:
Support implementation of CHAMPS surveillance activities.

Rationale: In order to accomplish this output, the CHAMPS Country Site
will respond to the following question:



What capacities will the CHAMPS Country Site and the community need
to carry out these activities?

While the Program Office will work with the Country Site to assess
implementation in relation to the infrastructure capacities and needs of
the CHAMPS site (e.g., personnel, equipment), the SBS team will
support assessment of implementation needs by identifying the key
leaders, resources, and organizations which can support surveillance
activities in the local community.

Community engagement activities will contribute to knowledge on ways
to support implementation in addition to SBS formative research. The
specific nature of these activities will be determined by the site visit.

(b) Objective 2
Develop and sustain activities that demonstrate respect for the community and
reflect the communities’ priorities in relation to maternal and child health.

(i) Output 2.1:
Build partnerships with existing, trusted community organizations and key
leaders already at work to improve maternal and child health.

e Rationale: In order to accomplish this output, the CHAMPS Country Site

will develop proactive activities that

e Strengthen existing community programs while building support for
CHAMPS. Because CHAMPS has such a strong community
engagement model and will conduct ongoing mixed-method research
in the social behavioral sciences, the program can offer some
resources to local CBOs/NGOs to further their reach and to integrate
activities. At the same time, partnerships with trusted organizations
and leaders will be essential to CHAMPS in order to build trust by
demonstrating that we support and endeavor to strengthen the
resources already at work in the community.

e Build trust. As an initiative coming in from the outside, CHAMPS may
well be perceived with suspicion initially. When communities find out
that CHAMPS will be conducting minimally invasive tissue sampling
(MITS) on the bodies of children who have died, that suspicion may
well increase. CHAMPS cannot simply ask the community to work with
us; we must earn the community’s trust by developing relationships in
the community. We will work to develop numerous relationships
through a variety of activities but establishing relationship with those
CBOs/NGOs and leaders who are already trusted.

¢ Increase support for CHAMPS among the community. Initial findings
from follow-up family interviews from MITS pilots have revealed that
parents most often cite finding out the cause of their child’s death as
the primary reason for consenting to the procedure. In community
meetings with some local CBOs working on child health, staff



expressed puzzlement as to why they should work with CHAMPS if this
is the primary benefit. The possibility that findings from CHAMPS could
lead to more effective, more targeted initiatives that could lower
mortality was positive but the long time before the implementation of
surveillance and findings informing such initiatives served to minimize
support and increase perceptions that CHAMPS was simply a research
project.

If CHAMPS sites could build partnerships with existing, trusted
organizations and leaders the difficulties in describing the benefits of
CHAMPS to the community could be lessened.

Ease worries of established programs that CHAMPS will be a
competitor. In an era of limited resources, we hope that existing
programs will be glad to know that CHAMPS is not entering in to the
community as another children’s health service organization but as a
project whose work can eventually strengthen existing children’s health
services. If CHAMPS demonstrates its commitment to partnership, the
existing organizations and leaders working in this area can be
important resources for referral, education, and community health
activities (see objective 2).

Establish a stronger presence in the community’s social networks.
Country Sites are not service providers. Even those sites with well-
established community advisory boards (CABs) or other community
structures may not be known or trusted entities in the communities
where CHAMPS will be carried out. By building partnerships with
trusted organizations/individuals, CHAMPS will have opportunities to
work across the intrinsic social networks already existing in the
community and to eventually become a part of them.

(i) Output 2.2

Implement activities focused on maternal and child health with input from the
community in collaboration with existing, trusted community organizations and
key leaders.

Rationale: In order to accomplish this output, the CHAMPS Country Site

will develop proactive activities that

Align CHAMPS with community priorities for maternal and child health.
Mortality surveillance is a CHAMP program priority; CHAMPS is not
primarily a program that provides services to improve maternal and
child health. While public health research and practice will be
strengthened by CHAMPS and targeted, more effective maternal and
child health programs will be developed because of CHAMPS,
community members themselves are not likely to see surveillance per
se as a priority. Maternal and child health activities will help in aligning
CHAMPS with the communities’ priorities and encourage trusting
relationships to develop.
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Strengthen partnerships with existing, trusted community organizations
(see Objective 1). Joint activities that further the reach of community
partners and leaders will contribute to objective 1 of the community
engagement approach outlined above.

Build perceptions that CHAMPS is focused on maternal and child
health and not limited only to mortality surveillance. PICK-CHAMP
findings already demonstrate that CHAMPS may likely be perceived as
a project that focuses on childhood death (participants in various
countries have described CHAMPS as a death project). These
activities, sponsored by CHAMPS and carrying CHAMPS logos and
messaging, will re-enforce a perspective that CHAMPS is committed to
maternal and child health and honors that commitment through by
supporting specific activities.

Develop mechanisms for reporting childhood deaths or complications
to pregnancy as quickly as possible. In some countries where
CHAMPS works, the time between the death of a child and her or his
burial may be as little as 4 hours. In all countries where CHAMPS
works, the Country Site is committed to minimizing delays in the burial
processes that will be carried out when a child died. Honoring this
commitment requires that CHAMPS Country Sites be notified of a
death as quickly as possible. By working proactively with local leaders
and organizations to carry out activities, CHAMPS Country Sites will
build trust and good will over time. With proper organization, that can
translate into improved systems for reporting childhood deaths in the
community. Given the very tight timeframe required for carrying out
mortality surveillance, such systems will be essential.

(iii) Output 2.3

Develop communication feedback mechanisms in which insights from the
community inform CHAMPS surveillance efforts and data from those efforts are
shared back to the community.

Rationale: In order to accomplish this output, the CHAMPS Country Site

will develop proactive activities that

Help ensure that the communities’ perspectives inform CHAMPS
activities. Mortality and pregnancy surveillance are both essential to
CHAMPS but both may face some level of resistance and be perceived
negatively by the community. The CHAMPS Country Site has
opportunities to mitigate against these possibilities by adapting
surveillance activities to align with the communities’ perspectives.
While formative research will inform these efforts initially, including
specific communications platforms in the community engagement
strategy will help the Country Site to adapt accordingly over time and
not only in the initial implementation stages.

Provide opportunities for the CHAMPS Country Site to share data from
the project with communities. The CHAMPS network prioritizes

11



transparent and rapid sharing of data. This is true not only for research
and public health leaders but also for communities where CHAMPS will
carry out activities. At this point, we are not sure what kinds of data will
be most meaningful to communities; this is something to be learned
through community engagement, with subsequent platforms to be
developed based on what we find. CHAMPS must not be perceived as
a research project that merely extracts data from a community; it must
be seen as responsive to communities’ recommendations. Community
engagement activities centered on communications platforms
demonstrate such responsiveness. Further, such platforms can
provide opportunities for communities to communicate their own points
of view related to CHAMPS.

Inform data-to-action activities as a follow-on to surveillance activities.
CHAMPS will evolve beyond the surveillance to provide a foundation
for targeted initiatives to improve maternal and child health outcomes.
Communication platforms will be a valuable tool through these
transitions from surveillance to intervention, offering mechanisms to
share intervention plans with communities and involve them in creating
community-focused, sustainable models.

(iv) Output 2.4

Demonstrate respect for the children who have died in the community and
appreciation for the families who participate in CHAMPS activities in culturally
appropriate ways.

Rationale: In order to accomplish this output, the CHAMPS Country Site

will develop proactive activities that

Create culturally appropriate activities that remember children who
have died. These activities, or rituals, will be developed in collaboration
with community leaders and members in order to reflect and respect
cultural and religious norms. In some countries where CHAMPS
works, such rituals might be communal whereas communal rituals
around childhood death would not be appropriate in other countries
and more individual or familial rituals would be expected.

Ensure that the bodies of children on whom MITS procedures are
carried out are treated respectfully. The surveillance protocols dictates
that a series of procedures be carried out on the children’s bodies soon
after death. CHAMPS staff must ensure that the bodies of children are
handled with utmost care and respect during those procedures and
that the bodies of children are returned to families in ways that
demonstrate our respect.

Express appreciation for families who participate in CHAMPS. In
collaboration with community leaders and members, the Country Site
will identify appropriate activities to thank families and to demonstrate
respect for their contributions to CHAMPS. These activities should be
ongoing to the extent that families wish because they should be based
on a commitment to building trustworthy relationships with these
families.
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Create tangible reminders of the importance of children to the life of the
community (e.g., a community garden, mural, or trees planted). In
reference to objective 2 above, CHAMPS cannot be seen only as a
program that focuses on maternal and child death. By creating and
maintaining community reminders of the valuable role of children in the
community, CHAMPS will communicate and re-enforce to the
community that its long-term goal is the improvement child health even
as many of its current activities focus on mortality surveillance.
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[I. Preparing for the Community Strategic Planning Site Visit

The SBS team (specifically the Community Engagement Lead) is asked to prepare
presentations on the following topics and be prepared to present these on Day One
of the site visit: 1) Community structures and partnerships, 2) Community activities,
and 3) Data from PICK-CHAMP and formative research.

In addition, the County Site team is asked to prepare for community visits/meetings
on Day Two of the site visit by 1) identifying relevant participants, 2) coordinating
visits to important organizations, and 3) creating an agenda

Section 3.01 Community structures and partnerships

The SBS team should prepare a presentation on this topic, with specific information
on the following:

(a) Existing community structures

Please provide an overview of the structures that the CHAMPS site already has in
place in the community. Name and briefly describe:

1. Existing structures (e.g., community advisory board),

2. The purposes of the structures

3. Individuals who are part of those structures and their functional roles, and

4. Key personnel in the CHAMPS site who relate to the community structures
and their functional roles.

(b) Existing community partnerships

Beyond the community structures that the CHAMPS site already has in place, does
your site also have existing partnerships with organizations in the community such
as non-governmental organizations (NGOSs), local community-based organizations
(CBOs), or governmental programs/offices. Name and briefly describe:
1. Organizations in the community with whom you have an existing partnership,
2. The purpose of the partnership. What activities are carried out?
3. Key personnel in each organization who relate to the CHAMPS staff and their
functional roles related to the partnership, and
4. Key personnel in the CHAMPS site who relate to the organizations and their
function roles related to the partnership

(c) History of community engagement

Aside from currently community structures and partnerships, what history (if any) of
community engagement does the CHAMPS site have? Briefly describe:

1. Previous instances of community engagement from the CHAMPS site,

2. Examples of successful community engagement in the past a brief
assessment of the reasons for such success, and any ongoing benefits
enjoyed by this successful history,

3. Examples of unsuccessful community engagement in the past, a brief
assessment of the reasons for such challenges, and any ongoing
challenges/barriers as a result of previous unsuccessful engagement.
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Section 3.02 Community Activities
The SBS team should prepare a presentation on this topic, with specific information
on the following:

(a) Existing activities
Please provide an overview of current activities in the community carried out by the
CHAMPS site (even if the site is carrying out those activities with funding from other
sources). Name and briefly describe:
Community activities,
Number and type of participants/beneficiaries,
Partnering organizations (if any),
Evaluation data (if any) on outcomes or impact, and
Extent to which existing activities have any connection to CHAMPS
community engagement objectives. Could these activities be expanded to
support those objectives?

arwnE

(b) New activities under CHAMPS
You do not need to prepare a presentation on this topic. A key activity in the site
visit will be to develop an initial draft of community engagement activities under
CHAMPS and adapting/refining that draft in collaboration with community
stakeholders to finalize the site’s community engagement approach.
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Section 3.03 Data from PICK-CHAMP and formative research

(a) PICK-CHAMP Workshops
Please present on the ways in which outputs from PICK-CHAMP can inform CHAMPS staff about community perceptions in
relation to community engagement objectives and activities. The table below summarizes the ways in which the exercises in PICK-
CHAMP community leaders and community members workshops may be relevant to community engagement activities. In
preparing your overview, feel free to highlight PICK-CHAMP outputs that are relevant to the ftwo community engagement
objectives and seven community engagement ouputs described in Part Il above even if that relevance is not specifically named in
the table below.

EXERCISE OBJECTIVE OUTPUT RELEVANCE TO OBJECTIVES AND OUTPUTS
T DX O 0oum | Toidentify the A participant-driven list of messages | Objective 1:The key messages from this exercise can
<) %% % g Eﬁ commonalities between | based on community norms and be used to increase acceptability (Output 1.1). Objective
=g 2= = 2. | community priorities language that re-enforce the 2: The key messages from this exercise can be used to
» 0% 8 5 ® | and the objectives of objectives of CHAMPS with the “make the case” of the importance of CHAMPS to
% g, <@ | the CHAMPS Program. | three most powerful messages current and potential partners (Output 2.1) and
o g identified. respectfully communicate the importance of families’ and
o =1 community members’ participation in CHAMPS (Output
g < 2.4) in ways that mirror community perspectives.
5_ om To identify the A participant driven list of factors Objective 1: Understanding community perceptions of
< 2 (E community’s that impact pregnancy pregnancies helps CHAMPS team address negative
"y 32 perceptions about the perceptions and increase acceptability (Output 1.1).
a a® things that contribute to Once acceptability is increased, understanding these
g < ﬁ healthy pregnancy. perceptions can guide the CHAMPS team in adapting
@ SOPs to address any issues related to practicality.
§ Objective 2: Understanding community perceptions of
=S pregnancies can inform the kinds of MCH activities
S (Output 2.2) that will mirror community norms and assist
‘g the CHAMPS staff in communicating more effectively
- back to the community (Output 2.3).
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EXERCISE OBJECTIVE OUTPUT RELEVANCE TO OBJECTIVES AND OUTPUTS
om To identify the A participant driven list of factors Objective 1: Understanding community perceptions of
g ?-_ﬁ community’s that impact childhood health, illness, | childhood illness helps CHAMPS team address negative
=3 a. perceptions about the and death. perceptions and increase acceptability (Output 1.1).
S g things that affect Once acceptability is increased, understanding these
T children’s health: the perceptions can guide the CHAMPS team in adapting
3 & things that help children SOPs to address any issues related to practicality.
5 § be healthy or the things Objective 2: Understanding community perceptions of
e that may make children childhood illness can inform the kinds of MCH activities
Qg sick. (Ouput 2.1) that will mirror community norms, assist the
5 g CHAMPS staff in communicating more effectively back
3= to the community (Output 2.3), and support the
@ CHAMPS staff in demonstrating respect to families and
the community (Output 2.4) in ways that reflect
community perceptions.
0 To identify participants’ | A participant driven list of 1) leaders’ | Objective 1: Understanding community leaders’ roles
=. roles and role in addressing the factors that and responsibilities in supporting healthy pregnancies
=3 responsibilities as impact pregnancy and childhood and addressing childhood iliness and death can increase
S leaders in addressing health/illness, and 2) the ways that acceptability (Output 1.1) if CHAMPS builds partnerships
o the factors that impact CHAMPS could support leaders in with leaders that support both CHAMPS surveillance
3 pregnancy and carrying out those roles. activities and leaders’ roles. As trust is built through
f::g' childhood health/illness these partnerships, the social capital of leaders can be

pue Aoueubalid 01 asuodsay Ul Siapean

Aunwwo) Jo S8j0y 8yl a1e JeyM t 9s10Iax3

(named in exercises 2
and 3)

an important resource for addressing issues of
practicality (Output 1.2) and identifying/mobilizing
community resources to support implementation (Output
1.3). Objective 2: Understanding community leaders’
roles and responsibilities in supporting healthy
pregnancies and addressing childhood illness and death
can assist in identifying key partners (Output 2.1) at both
individual and organizational levels, build partnerships
with leaders to support their efforts through shared
activities (Output 2.2), creating social networks through
which communication efforts can be carried out (Output
2.3), and demonstrating respectful engagement with
families and the community-at-large (Output 2.4).
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OBJECTIVE

OUTPUT

RELEVANCE TO OBJECTIVES AND OUTPUTS

Y

SETIN

SdWVHD Jo suondaala

d
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To assess the level of
alignment or tension
between CHAMPS
activities and

community perceptions.

1) A participant-driven list of
community activities carried out
when a woman is pregnant ranked
by the level of alignment/tension to
CHAMPS pregnancy surveillance
activities, and 2) a participant-driven
list of community activities carried
out when a child dies ranked by the
level of alignment/tension to
CHAMPS mortality surveillance
activities.

Objective 1: Understanding the alignment or tension
between community activities and CHAMPS activities in
relation to pregnancy and childhood death will be
essential for increasing acceptability (Output 1.1) and
addressing questions of practicality (Output 1.2).
Objective 2: Understanding the alignment or tension
between community activities and CHAMPS activities in
relation to pregnancy and childhood death can provide
insight for CHAMPS staff on ways to communicate with
the community and topics to address in communication
activities (Output 2.3).

SdINVHD 10§ Loddns Buipjing :9 8s10iax3

Use the six messages
related to CHAMPS
objectives to
create/strengthen
alignment between
community activities

and CHAMPS activities.

A participant driven list of action
steps (and champions) that align
with community messages that
could be undertaken to build support
for CHAMPS.

Objective 1: The action steps identified in this exercise
represent community-initiated activities which can
increase acceptability (Output 1.1) and address any
identified issues of practicality (Output 1.2). Objective 2:
When community leaders and organizations support
CHAMPS in its efforts they provide a platform from
which the CHAMPS staff can build partnerships with
existing organizations and leaders (Output 2.1),
collaborate on activities that further the mission of
CHAMPS and partner organizations (Output 2.2), create
social networks through which CHAMPS staff can
communicate back to the community (Output 2.3), and
work through those social networks to carry out activities
in the community that demonstrate respect (Output 2.4).
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EXERCISE OBJECTIVE OUTPUT RELEVANCE TO OBJECTIVES AND OUTPUTS
T DO QOUm |Toidentfy the A participant-driven list of messages | Objective 1:The key messages from this exercise can
<) %% % 2 E commonalities between | based on community norms and be used to increase acceptability (Output 1.1). Objective
%*Z g 8= = 2. | community priorities language that re-enforce the 2: The key messages from this exercise can be used to
205 8 5 @® | and the objectives of objectives of CHAMPS with the “make the case” of the importance of CHAMPS to
% g, Q@ 2 | the CHAMPS Program. | three most powerful messages current and potential partners (Output 2.1) and
g identified. respectfully communicate the importance of families’ and
=) community members’ participation in CHAMPS (Output
< 2.4) in ways that mirror community perspectives.
om This exercise focuses A participant driven list of factors Objective 1: Understanding community perceptions of
2 (E on naming the that impact pregnancy pregnancies helps CHAMPS team address negative
32 community’s perceptions and increase acceptability (Output 1.1).
a® perceptions about the Once acceptability is increased, understanding these
< things that contribute to perceptions can guide the CHAMPS team in adapting
& healthy pregnancy. SOPs to address any issues related to practicality.
§ Objective 2: Understanding community perceptions of
=S pregnancies can inform the kinds of MCH activities
S (Output 2.2) that will mirror community norms and assist
‘g the CHAMPS staff in communicating more effectively
- back to the community (Output 2.3).
om This exercise focuses A participant driven list of factors Objective 1: Understanding community perceptions of
% EE on naming the that impact childhood health, illness, | childhood illness helps CHAMPS team address negative
= 2. community’s and death. perceptions and increase acceptability (Output 1.1).
S g perceptions about the Once acceptability is increased, understanding these
T = things that affect perceptions can guide the CHAMPS team in adapting
3 > children’s health: the SOPs to address any issues related to practicality.
5 § things that help children Objective 2: Understanding community perceptions of
e be healthy or the things childhood illness can inform the kinds of MCH activities
2 g that may make children (Ouput 2.1) that will mirror community norms, assist the
5 ‘o” sick. CHAMPS staff in communicating more effectively back
§ - to the community (Output 2.3), and support the

CHAMPS staff in demonstrating respect to families and
the community (Output 2.4) in ways that reflect
community perceptions.
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EXERCISE

OBJECTIVE

OUTPUT

RELEVANCE TO OBJECTIVES AND OUTPUTS

Aoueubalid 0] sesuodsay
Alunwwo) ¢ asi1oiax3

To create a participant-
driven list of the most
important things the
community does when a
woman becomes
pregnant.

A participant-driven list of important
things done in the community when
a woman finds out she is pregnant.

Objective 1: Even if support of pregnancy surveillance
exists in the community, CHAMPS must work to ensure
that any disruptions to important community/family
activities through such surveillance are minimized.
Findings from this exercise will help in these efforts,
thereby addressing issues of practicality that might arise
(Objective 1.2). Objective 2: Understanding the things
that happen in the community when a woman becomes
pregnant can aid the CHAMPS staff in developing
relevant and timely MCH activities (Output 2.2) and
identifying the appropriate contexts for effectively
communicating to women in the community on findings
from pregnancy surveillance activities (Output 2.3).

Alunwuwo) :g aslolex3

yreaqa pooyp|iy 01 sasuodsay

To create a participant-
driven list of the most
important things the
community does when a
child dies.

A participant-driven list of important
things done in the community when
a child dies.

Objective 1: Even if support of mortality surveillance
exists in the community, CHAMPS must work to ensure
that any disruptions to important community/family
activities through such surveillance are minimized.
Findings from this exercise will help in these efforts,
thereby addressing issues of practicality that might arise
(Objective 1.2). Understanding the things that happen in
the community when a child dies can aid the CHAMPS
staff in developing relevant MCH activities (Objective 2),
identifying the appropriate contexts for effectively
communicating to members in the community on
findings from mortality surveillance activities (Objective
3), and demonstrating respect to families and the
community-at-large.
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EXERCISE

OBJECTIVE

OUTPUT

RELEVANCE TO OBJECTIVES AND OUTPUTS

v
3

SEIAE
SdINVHD 10 uondaaiad .siuedioied ;9 aslolax

To assess perceptions
of the level of alignment
or tension between
CHAMPS activities and
community priorities
and perceptions.

From Part One: A matrix showing

alignment or tension between

CHAMPS activities and community

priorities.

From Part Two: A profile of

participants’ perceptions about

CHAMPS activities across five

categories:

1 Acceptability/Value

2 General acceptability of MITS
even if there is personal
discomfort

3 Beliefs about childhood death,
burial, and MITS

4 Beliefs about pregnancy,
childhood illness/death, &
medical care

5 The value of surveillance and
research

Objective 1. Understanding the alignment or tension
between community activities and CHAMPS activities in
relation to pregnancy and childhood death will be
essential for increasing acceptability (Output 1.1) and
addressing questions of practicality (Output 1.2).
Because the propositions exercise asks participants
about detailed, contextual issues related to alignment or
tension, an analysis of participants’ responses to the
propositions can be useful in developing specific
community activities to respond to named tensions.
Objective 2: Understanding the alignment or tension
between community activities and CHAMPS activities in
relation to pregnancy and childhood death can provide
insight for CHAMPS staff on ways to communicate with
the community and topics to address in communication
activities (Output 2.3).

SdINVHD

uoddns pjnod 1eyl suoneziuebio
Alunwwo) panea :/ asioiax3

Generate a list of
valued community
organizations and
leaders in the
community.

A participant driven list of local
community organizations that are
important resources for the
community to respond to the death
of a child that participants also
identify as potentially supporting one
or more CHAMPS activities.

Objective 1: Partnerships with the organizations and/or
leaders identified in this exercise can increase
acceptability (Output 1.1) and address any identified
issues of practicality (Output 1.2). Objective 2:
Partnerships with named community leaders and
organizations can support CHAMPS in its efforts (Ouput
2.1). Such partnerships provide a foundation for
developing activities that further the mission of CHAMPS
and partner organizations (Output 2.2), creating social
networks through which CHAMPS staff can
communicate back to the community (Output 2.3), and
working through those social networks to carry out
activities in the community that demonstrate respect
(Output 2.4).
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(b) Formative Research

Please present on any relevant findings from formative research that relate to the
community engagement objectives and outputs. The presentation should:

1. Summarize stage one formative research activities,

2. Name the types of participants (referencing the sampling strategy for phase
one), and

3. Name and describe any themes that emerged through narrative analysis of
transcripts which are relevant to community engagement activities. [For
example: name and describe themes that reflect interviewees’ perceptions of
factors that contribute to maternal and child health and then discuss the ways
in which those factors could be addressed through activities carried out under
objective 2.]

Section 3.04 Community Input

This section details planning elements for community meetings and for a small group
of community representatives to work with the SBS team and the Program Office
staff on Day Four of the site visit.

(a) Site visit
During the site visit the SBS team will host a day of community meetings with
community members/leaders and organizations. In planning for these meetings, the
SBS team need not develop a presentation (the Program Office will provide a
general template for any presentations with the SBS team in the Country Site
providing site-specific content), but please address the following:

1. Participants

a. What community leaders should be included? Have all participants from
the PICK-CHAMP community leaders workshops been invited? Are there
additional leaders (e.g., as key stakeholders) to invite?

b. What community members should be included? Have participants from the
PICK-CHAMP community members workshops been invited? Are there
additional members (e.g., as representatives of key groups) to invite?

2. Organizations

a. What organizations should be invited?

b. Should there be additional site visits to particular organizations or is it
sufficient to invite organization representatives to a larger meeting?

3. Logistics

a. What types of events will be scheduled? Will there be larger meetings for
the community as a whole? Site visits to certain organizations? One-on-
one meetings with key leaders?

b. Where will meetings be held?

4. Agenda

Keeping in mind the elements from section 1, 2, and 3 above, please develop a
day-long agenda for the community meetings and share it with the Program Office
prior to the site visit.
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(b) Community Representatives for Day Four

A small group that can represent community perspectives will meet with the SBS
team and Program Office staff on the last day of the site visit. On this day, the draft
community engagement approach will be shared and representatives will offer input
and feedback. In preparation for this meeting, please identify 3-5 participants,

keeping mind who would be the most effective and trusted stakeholders who could
participate.
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V.

SITE VISIT PREPARATION CHECKLIST

The following checklist may be helpful for the SBS team to keep track of items for
which it is responsible in preparation for the site visit:

The CHAMPS SBS team will be responsible for presenting on:

0

Community Structure and Partnerships (see Section 3.01 above for further
description)

Community Activities (see Section 3.02 above for further description)

Data from PICK-CHAMP and formative research (see Section 3.03 above for
further description)

The CHAMPS SBS team will be responsible for planning community meetings on
day two of the site visit and for identifying a small group of community
representatives for a second meeting on Day Four of the site visit. In planning for
these events, the team should:

U

0

Determine Participants for meetings

Identify Organizations that should be represented and whether a site visit to
that particular organizations should be scheduled

Address Logistics including types of meetings and meeting locations
Develop an agenda and share it with the Program Office

Identify 3-5 key stakeholders to represent the communities’ perspectives on
Day Four of the site visit.

See Section 3.04 above for further description of all of these elements.
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V.

Site/Program Office Communication

Well before the site visit, the Program Office will contact the SBS team to set up a
call to discuss site visit logistics. The SBS team should feel free to contact John
Blevins in the Program Office with any questions related to site visit planning (see
contact information below).

LOGISTICS

0

U

Program Office personnel travel itineraries shared

Lodging and transport logistics arranged
Meeting locations secured
Meeting times with CHAMPS staff (including non-SBS staff) set

Other items specific by the Country Site:

The Program Office looks forward to working with the SBS team to develop
community engagement approaches and support the activities that follow! Thank
you all for your hard work. We look forward to the upcoming site visit.

John Blevins
Senior Advisor for Community Engagement
CHAMPS Network Program Office

john.blevins@emory.edu

+1 404 727 6338 (office)
+1 404 213 8514 (mobile)
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POST-MORTEM EXAMINATION: GENERAL INFORMATION

WHAT is a post-mortem examination?

A post-mortem is a procedure done on the body to help determine
the cause of death

Freguently Asked Questions

What will happen to the body?

All Infections

WHY are you doing a
post-mortem?

The cause of death is often
not known. A post-mortem
is the most effective
method for understanding
the cause of death.

wWhat you need Zo knoeo abourt post-mortemns

WHO WHERE
Post-mortem examinations The post-mortem will be done
are done by specialists in at KCMC, in an area reserved
diagnosing the cause of death. for examinations.
WHEN PARTICIPATION
Immediately after death We are asking families of all
and will last 1-4 hours. patients who die at KCMC and

Mawenzi Hospital medicine and
pediatric wards to participate.

The pathologist will examine organs and will take very small samples
to examine further. To do this procedure, the specialist will have to
make two openings, one on the chest and one on the back of the head.

Can there still be a viewing? Can the body still be washed and
Yes. There is no procedure wrapped?
done on the face. Yes. The openings will and closed so

that the body can be buried normally.

Will any organs be removed?
No. All organs will remain inside the body at the
end of the procedure.

Will organs be used for transplants or
medicines?
Absolutely not. Organs are not used to make

wnZ>0OxX0

aspirin or paracetamol.

How much will the procedure How will I learn about the
cost? results?

Nothing. The research team will Results are shared with

pay for the procedure and up to families within two months.

one week of morgue fees.

How will the results be used?
Knowing the cause of death from infection can help your family
and community protect themselves from a similar illness. The
knowledge will also help improve healthcare in Tanzania.
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Appendix I: PURPOSe MITS Description Talking Points

JURPOSe

Full autopsy

Most comprehensive and complete method to estimate CoD

Rarely undertaken in such resource-poor environments due to cultural, financial, religious, and
physical barriers

Very extensive examination of internal organs begins with the creation of a Y or U- shaped incision
from both shoulders joining over the sternum and continuing down to the pubic bone

MITS

The MITS procedure involves body inspection and recording of basic anthropometric data; body
weight, height/length, mid-upper arm circumference, head circumference, lower leg length and
foot length

The procedure involves body palpation by a MITS specialist.

The procedure involves imaging/photography by a MITS technician

The procedure uses biopsy needles to obtain samples of lung, brain, liver and other organs for
histopathologic and microbiologic examination to help determine COD
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Appendix J: MITS in Malawi Briefing

. lIII ‘mm w ) ""' palliative SickKids
l1|\m|mn r Lovis M ,//f UNIVERSITY of §TM _II_ gﬂ;;ort THE HOSPITAL FOR

SchpoL oF Mepicing WASHINGTON HERGELLDREN

How to communicate about MITS...
What is MITS?

MITS is an abbreviation for Minimal Invasive Tissue Sampling, a novel and dignified post-mortem that
involves no cutting of the body yet is effective at establishing cause of death

Why MITS in Children?

A record number of children are dying despite them being provided with adequate care in hospitals.
Doctors believe that there might be underlying causes of death which, when properly understood, can be
addressed and the number of children dying can be heavily reduced. The only way through which this
underlying cause can be established is through a post-mortem. MITS, therefore, becomes a viable
alternative.

What will the procedure involve?

The procedure will involve getting tissues from the body as is done in living people/children. These will
then be examined to establish the cause of death.

Will there be any marks left on the body?

There might be small marks in the places where needles were inserted to access the tissue samples.
These marks are as small as pencil tip. In Some circumstances, there are no marks visible at all.

How long will this procedure take?

The MITS procedure will usually take 2 hours. However, to properly take care of the body so that it is
released to the family in a dignified state, the body will be released to the family within 8 hours.

Will MITS affect burial ceremonies?

MITS will not have a huge impact on the burial ceremony. If the body has to be washed by the family or
religious leaders after a death, it can be washed; if there is a need for body viewing before burial, the
body can be viewed by the family or community.

Concerns on privacy: who will have access to the samples?

Doctors and pathologists working on the study are the only people with access to the tissue samples.
These have been trained in confidentiality and are bound not to disclose any details to any person who is
not a part of the study.

How long after the procedure will the results of MITS be released to the family?
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The results will be given to the family between 4 to 6 weeks after the procedure. This will be given to the
family at the place they will have agreed.

Unanswered questions, whom to contact?

If there are questions or concerns on the study, please feel free to contact Dr Cornelius Huwa (0999 374
103), Dennis Chasweka (0991 492 070/0888 735 851) or Dave Namusanya (0999 697 873)
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