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Foreword

Universal health coverage (UHC]) is at the heart of
WHO's mission to promote health, keep the world
safe, and serve the vulnerable, with the ambition of
extending the benefits of UHC to an additional one
billion people.

UHC implies access to quality health services for
everyone - the rich and the poor, the healthy and
the sick, the young and the old - without fear of
facing financial hardship. The COVID-19 pandemic
has demonstrated that societies are only as well-
protected as their most vulnerable members; but
equally that engaged, educated and empowered
communities are one of the best defences against
health threats.

The road to UHC thus runs through a strong, bold, and unwavering government engagement with
communities, especially the most vulnerable. At the heart of that engagement is a participatory
space for health that allows for meaningful dialogue and debate, and serves to amplify the voices
of those to whom the health system belongs - its users.

In essence, itis about a social contract for UHC - a social contract based on true dialogue between
those who control resources and those who lack resources; between those who provide access to
health services and those that seek access to those services; between those who make decisions
and those affected by decisions.

The Handbook offers countries a valuable tool for creating, sustaining, and strengthening social
participation. It provides practical guidance for policy-makers to navigate the challenges of
convening hard-to-reach population groups, of brokering dialogue when views are polarized, of
addressing socially inherent power imbalances which hinder frank discussion - in short, this
handbook addresses the challenging but critical ‘how-to” of regular and systematic government
engagement with the population, with communities, and with civil society.

| hope countries use this handbook to start new conversations, to deepen existing conversations,
and to invest in the most valuable commodity in health: trust.

D

Dr Tedros Adhanom Ghebreyesus
Director-General

Wikl Health
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1.1 Rationale for social participation

Universal health coverage (UHC) is about
ensuring that all people receive necessary
health services without having to suffer finan-
cial hardship to do so (1]. Reaching the noble
goal of UHC involves strengthening health
systems to perform in service of people’s
health. Global and national UHC efforts over
the last decade have been keenly focused on
health financing and service delivery. While
those components are essential, good health
system governance, or lack thereof, can make
or break UHC reforms. The global health
community therefore needs to recognize the
criticality of putting attention and resources
to strengthening health governance at country
level, in parallel to making inroads in other
health systems areas, to craft a health system
co-owned by the population, communities, and
civil society underpinned by UHC.

One crucial but challenging aspect of strength-
ening governance is systematically bringing in
people’s voice into policy- and decision-making.
Indeed, the protracted Coronavirus pandemic
throws an additional, glaring light on the need
for social participation as foundational to foster-
ing trust in government and public institutions
(2], an element seen as key to the success of the
Covid-19 response (3, 4). Trust can be fostered
by more robust, regular, and institutionalized

dialogue between governments and their
population (5], when people feel that their
governments listen to their interests and con-
sider their perspectives. For people’s views to
be aired and heard requires an environment
where people feel empowered to speak their
voice; doing so gives populations agency over
their own health and lives, a key step in fulfill-
ing the human right to health.

The social participation gap during
the Covid-19 crisis

The Covid-19 outbreak has intensified the
need for health policies which are respon-
sive and adapted to people’s lived realities;
otherwise, adherence to policy measures
can be wanting and practical implementation
riddled with challenges (4). Social participa-
tion mechanisms’ very objective is to bridge
the gap between policy-maker perspectives,
and experiences and needs in communities (7)
- a gap which is growing dangerously larger
with the current lack of societal consensus
on where exactly the equilibrium lies between
protecting the Covid-vulnerable, impairing
livelihoods, and impacting on the basic free-
doms of populations (8).

Handbook on Social Participation for Universal Health Coverage



Bridging that gap will require bringing in a
people’s perspective on health which clearly
goes beyond the biomedical-technical one
which dominate in government-expert circles
(9). This implies a shift in government modus
operandi and professional paradigms as they
must “reconcile the operational logic of tech-
nical knowledge with community values and
ways of working” [10]. The cost of not doing
so is population incomprehension regarding
virus containment measures, with emergency
response policies and communication discon-
nected with people’s living conditions.

In this handbook, we aim to demonstrate to
policy-makers that the remedy for the com-
munication and responsiveness between those
who make policies and those who are a target
of policies is not a daunting task, and is in
practice feasible and necessary: that remedy
is investment in creating, strengthening, and
institutionalizing social participation mecha-
nisms. We also employ the term “participatory
spaces  to designate such mechanisms, an
example list of which is provided in section 5
along with detailed descriptions.

Chapter 1 - Participation: a core instrument for voice, agency and empowerment
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1.2 Rationale and concept of this handbook

The Ad Hoc Task Team on WHO-Civil Society
Engagement’s December 2018 report recom-
mends that "WHO update its policies, guidance,
and processes to encourage... Member States
to more regularly, broadly, and meaningfully
consult [civil society organizations]” (11]. In
addition, the 2019 Political Declaration on
UHC was signed off by the United Nations” 192
Member States with several clauses under-
lining the need to govern in a participatory
manner, one example being: “we... recognize
that people’s engagement... and the inclusion
of all relevant stakeholders is one of the core
components of health system governance, ...
contributing to the achievement of universal
health coverage for all...” (12].

Yet bringing in people’s voice into health
policy- and decision-making is complex in
practice, despite the simplicity in theory.
This handbook thus aims to provide the most
up-to-date best-practice synthesis of theory
and practice, with a particular focus on the
perspective of government policy-makers. Our
target audience has been purposefully chosen
due to (1) WHO's core mandate as a Member
State-led organization as well as (2) advice
from the Handbook “s external advisory group,
the Social Participation Technical Network!
that social participation capacity-building
initiatives aimed at policy-makers are where
the need and the gap acutely lies [13). Indeed,
chapter 4 of this handbook on social partici-
pation capacities addresses the challenges
linked to government cadres being principally
trained in medico-technical matters by laying
out the specific skills required to bring people

1 The Social Participation Technical Network is an external advisory
group to the handbook with approximately 40 members split fairly equally
between civil society members, Member State government cadres, and
academia/international organizations.

2 In some countries, health sector decision-making may be largely
conducted at sub-national level ([examples: Nigeria, India).

of all walks of life together to engage in mean-
ingful and policy-relevant dialogue (14-18).

As we address policy-makers in this handbook
to work through the practicalities of putting
in place participatory processes, we focus on
three main modalities which may be slightly
theoretical but provide a basic framework for
research and data analysis: platforms for direct
population engagement, engagement mech-
anisms at community level, and engagement
with civil society organizations (CSOs). The
three modalities are not mutually exclusive and
in practice, large overlaps attest to a certain flu-
idity and multidimensionality in people’s roles.
For example, in India, the “communitization”
pillar of the National Rural Health Mission [see
Box 1.4) created the Accredited Social Health
Activist (ASHA] cadre to act as a relay between
communities and the health system. In com-
munities where civil society organizations had
established operations, they were able to boost
ASHAS' role and more effectively amplify com-
munity voice (19). This example underscores
that community and civil society engagement
mechanisms are interdependent, as is exem-
plified in the overlapping spaces between the
engagement modality circles in figure 1.

Next in figure 1, the question of context comes
in as policy-makers wish to engage with their
populations with a certain objective or policy
question in mind. In this handbook, we focus
on the policy-making context of steering a
health system towards UHC, the debates and
decisions of which are largely conducted on
the national stage, with some exceptions?.

Handbook on Social Participation for Universal Health Coverage



Policy dialogue on UHC-related topics such as
a nation’s health financing strategy or health
sector plan should reflect population, com-
munity, and civil society voice, without which it
can be easily rendered irrelevant and/or unim-
plementable (20].

The handbook specifically focuses on bringing
in the voices of people, either directly, through
communities, or through civil society organi-
zations, into policy-making for health. It does

Figure 1.1: the Handbook concept

Engagement modalities

Participatory space

directly
. with the
Target audience population
Member State engage
ticipat through
Governments (RS IR
through

civil society

not address the specific complexities involved
in government formally engaging with private
sector entities and their interests. That being
said, private sector entities may be organized
into an umbrella civil society organization and
take part in participatory spaces - issues to
consider when dealing with special interests
or more powerful interest groups within these
spaces are discussed in and are integral to
this handbook.

Policy dialogue
for what? National health planning
Policy- and decision-making
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1.3 Placing social participation within health system
governance and decision-making

A sub-function of health system governance is
‘stakeholder voice’ (21], i.e., ensuring that the
stakeholder views, experiences, and needs are
listened to and considered in decision-making
processes. The stakeholder voice sub-function
highlights the importance of various groups in
society interacting with each other, and with
decision-makers, to inform more responsive
policies. This interaction is also at the heart of
the World Development Report 2004 govern-
ance triangle (22] [see Figure 1.2] which shines
a particular light on the stakeholder groups of
policy-makers, people, and providers.

In this handbook, we specifically examine the
interaction with policy-makers, predominantly
between the ‘people” and ‘policy-maker’ gears
of the triangle. The third gear, health providers,
is one of the most important and powerful stake-
holder groups in health, depicted as a separate
triangle vertex. The interaction between provid-
ers and policy-makers within the context of the
social participation paradigm is characterized
by the reality that a health system cannot func-
tion without health providers. Hence, policy-
makers must acknowledge and value the weight
of provider interests and perspectives, while

Figure 1.2: The health system governance triangle (23)

at the same time ensuring an adequate coun-
ter-balance to their voice and interests from
other population groups as duty-bearers for the
right to health for the population as a whole. It
is a delicate balance to strike which entails spe-
cific skills and institutions to be built, a topic we
address head-on in this handbook.

The interaction between people and providers
predominantly takes place within the health
system function of service delivery where
people, at least in theory, exercise their market
power through their provider preferences. Of
course, where little choice of provider exists,
the power lies more in the provider sphere. As
laid out in more detail in chapter 5, the objec-
tives for participatory processes in health are
varied but we focus here (see Section 1.2) on
the objective of policy influence and anchoring
people’s voice in health sector decision-making.
Hence, this handbook handles two sides of the
triangle explicitly by laying out best practices in
navigating the power relations that shape the
people-policy-maker line. The provider-people
line is often the subject of patient empowerment
initiatives within vertical health programmes,
and is not the explicit focus of this handbook.
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1.4 Participation: levelling out power imbalances
as an underlying handbook theme

A fundamental premise of this handbook, bol-
stered by findings from primary and secondary
data analyses, is that a participatory space is
essentially shaped by power relations.

A participatory space does not exist in a
vacuum outside of society. Culturally and
socially underpinned hierarchies and estab-
lished channels of influence are brought into
the participatory space, willingly or unwill-
ingly. They must be acknowledged, analyzed,
and counter-balanced as far as possible within
the remit of achieving the objectives of the par-
ticipatory process. For policy-makers, this can
go a long way towards reaching the desired
objective of more responsive policies which
are accepted and implemented on the ground
- hence, the counterbalancing measures to
level out the playing field of the participatory
space ultimately offers a win-win for all sides.
An analysis of power and what it means for
participation is thus elabo- rated upon in detail
in chapter 2.

The complexity of managing a participatory
space boils down to capably crafting its format
and design to equalize to the maximum extent
possible power imbalances which may hinder
frank and worthwhile discussion. One pivotal
aspect of participatory space design is how
rep- resentatives are selected and derive legit-
imacy; an in-depth reflection on representa-
tiveness is provided in chapter 3. The capac-
ities which are necessary to design, steer,
and take part in a participatory process are
reflected on in Chapter 4 - here, we not only
dissect necessary capacities for government
cadres themselves but also delve into what
they can do to ensure that capacities are built
and supported for populations, communities,
and civil society.

A central theme in chapter 4 revolves around
how increased capacities lift the power and
influence of those who have less of it (often
lay citizens and civil society] while bringing a
mindful comprehension to those in positions
of power (often government, but also potent
inter- est groups) that humbly listening to
diverse voices can help bring about more sus-
tainable policy solutions.

The very notion of acknowledging, if not
addressing, an imbalance of power and influ-
ence, and its consequences for a collective
debate, inherently means that all actors take
on different, perhaps more uncomfortable and
less habitual, roles within the participatory
space than they might outside of it. It is and
must be a learning process for all sides, one
which bears fruit when viewed and invested in
as a longer- term course of action which does
not always provide obviously visible policy gains
in the short term. Yet they can, further down
the line, by fostering trust in health system
institutions, and a culture of dialogue, listen-
ing, and worka- ble solutions (24-26]. Arriving
at such solutions, with effective policy uptake
of participatory process results, is examined in
chapter 5.

Levelling out the playing field in terms of power
andinfluenceis also at the heart of frameworks
which provide a legal basis for participatory
activities in health. In chapter 6, we discuss
how designing such frameworks with the
power balance lens in mind can significantly
contribute to more meaningful engagement
of all stakeholders with each other. Finally, in
chapter 7, we address the issue of maintaining
the motivation for participation over time, and
ensuring that it becomes institutionalized as a
modus operandi of the health sector.

Chapter 1 - Participation: a core instrument for voice, agency and empowerment
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1.5 Handbook terminology

The central and most widely used participation-
related terms from the English-language health
literature (see Box 1.1) are captured in figure
3, with the exception of ‘social participation’
which is employed somewhat less frequently
in English®. For purposes of this handbook,
and emerging from our primary data analysis,
however, the term ‘social participation” seems
to be the most encompassing term for any form
of participation. We thus purposefully take the
term as a title for the handbook and thus, figure
3 to signify what happens within the participa-
tory space circle. The prefix ‘'social’ alludes to
individuals, populations, and communities but
can also be associated with civil society. By
bringing ‘'social’ and ‘participation’ together, the
nature of participation is given a level of speci-
ficity which would be absent by using the word
‘participation’ alone. The action nouns in figure
3, ‘engagement’ and ‘participation’, describe
what government and civil society actors are
doing. ‘Participation’ has a connotation of people
doing the active participating. Government on
the other hand is actively doing the ‘engaging’
to ensure that people ‘participate’.

One of the central tenets of the social partici-
pation concept in figure 3 includes civil society,
which usually aims at promoting democratic
values and principles, with the implicit notion
of working toward a common social good. Civil
society, when organized and expressed as an
entity, are civil society organizations (CS0s). For

4 The list is not exhaustive; more terms and definitions can be found in the
Background paper for the Handbook on Social Participation for Universal
Health Coverage, Definitions of terms related to social participation: a
descriptive overview.

purposes of the handbook, the general popula-
tion and communities are seen as part of civil
society, without being necessarily a CSO (unless
explicitly being organized into one). Thus, every-
one who is part of civil society and not acting on
behalf of the government is depicted as belong-
ing to the designation ‘people’, regardless of how
they are organized or not, regardless of identity
or affiliation. Within the health sector, CSOs
encompass all different types of organizations
and associations who express their belief in
participatory principles, human rights and social
justice by serving and representing high health
need population groups.

Handbook on Social Participation for Universal Health Coverage



Figure 1.3: Social participation as we employ the term in this handbook

PARTICIPATORY
SPACE

Engagement
Participation

NGOs (and other organizations)
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Box 1.1

Common participation-related
terminology used in health

An overview of common participation-related terminol-
ogy seen in the literature is provided here, with a focus on
their use in different health sector contexts. The objective
is not to provide normative definitions for social partici-
pation-related terms. Rather, we seek to understand how
these terms are commonly used in the health literature
in order to align with them accordingly in this handbook.
In other words, we wish to broadly use the same termi-
nology and jargon which is most common among global,
national, and local health policy makers, and civil society
who are active in health advocacy and policy-making. The
aim is additionally to ensure their common comprehen-
sion by readers.

The principal characteristics of each term is described in

the following pages with the aim of clarifying their multi-
faceted nature and diverse use.

Terms related to organizational
groupings

Civil Society

The literature refers to the term civil society as indi-
viduals or groups of individuals who associate together
based on shared interests, goals, needs and functions
(28-31). The over-arching theme for these goals or
functions as seen in the literature could be summa-
rized as democratic values or principles, such as the
protection of citizens’ rights, encouragement of free
association and the idea of government being respon-
sive to population needs (32).

The reviewed documents generally define civil society
as lying outside the family sphere, referring to it as
an autonomous space between the household and the

state (28-30, 33, 34). Civil society is considered non-
profit and therefore independent from the market; in
this respect, it is often called the third sector, separat-
ing it from both the state and the market. This perspec-
tive underlines the independence of civil society from
the public and private for-profit sectors (35, 36).

In addition, the literature commonly links the term
civil society with the words “organized” and “organic”
networks or groups, ranging from informal to formal
associations (37, 38), as well as “voluntary” (34, 39-41).

However, the characteristics and societal role of
civil society depend on the context and the country in
which it operates, especially the contextual factor of
the state’s general disposition towards it. Depending
on the functioning of the state, civil society can work
in support of the state, complementing government
development efforts, countermanding bad govern-
ments, or fill in gaps in case of failure of the state (41].
The state can view and treat civil society as a trusted
entity which is legally protected or view it with suspi-
cion, and in the extreme but not entirely uncommon
case, as an outright threat to be mistrusted (42].

Civil Society Organization

Civil Society Organizations (CS0) are the actual entities
representing civil society, the “real locus of civil society
and where it happens” (34).

The characteristics as seen in the literature include
non-state, not-for-profit, voluntary, uncoerced, and
self-governing (30, 33, 34, 36]. The overarching goal of
CSOs appears to be to promote democratic principles,
often with an emphasis on human rights and social
justice (43, 44).

A range of different groups and groupings are labelled
as CSOsinthe literature: international non-governmen-
tal organizations (INGOs), non-governmental organiza-
tions (NGOs), regional and national advocacy groups,
service delivery organizations, community-based
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organizations (CBOs). Examples are youth-led coali-
tions, professional associations, faith-based groups
and service providers, indigenous groups, charitable
organizations, research and academic institutions,
commercial and professional associations and more
(44-47).

Shanklin and others describe a variety of roles that
CSOs can play, such as knowledge generation, priority
issues advocacy, public service monitoring, policy input
and guidance, implementation, support of vulnerable
and hard-to-reach populations (11, 37). CSOs can also
contest governments in some instances and this may
or may not be linked to an explicit or implicit affiliation
with the government (48). A term that is often used
when describing the role of CSOs is “accountability”,
as their purpose and goal is often to hold the govern-
ment accountable towards the population.

A debate about whom CSOs represent, linked to who
funds and potentially influences them, is still ongoing
in academic and practitioner circles. A general under-
standing of CSOs seems to be that they are, and should
be, autonomous and self-governing at the very least.
Some reports, however, question whether CSOs in
certain contexts primarily represent the interest of
donors from whom they receive funding, rather than
the people they are supposed to serve (49).

There seems to be an overlapping grey zone between
civil society organizations, the state, the for-profit
private sector, and households. Pollard and Court high-
light that identifying clear lines of separation between
these sectors can be problematic (50). Many CSOs
have complex and multifaceted relationships with the
various other sectors and may be dependent on them
not only for financial backing, but also political status
and other kinds of resources which may be necessary
to fulfil their objectives. Therefore, in attempting to find
a common definition or understanding of CSOs, their
mission and objectives as well as how and by whom
they are being funded and governed may be the most
relevant features (51).

Non-governmental organization

The definition of non-governmental organizations
(NGOs]) is not clear cut, as it is either used interchange-
ably with CSOs (34, 52) or as a subgroup of CSOs (37,
39, 46). It also seems to be used interchangeably with
non-profit organizations; however, Paul demands a
clear distinction between non-profit organizations,
which could include institutions such as museums or
universities with little advocacy work, and NGOs, which
according to him always have an advocacy mission (53).

Yachkaschi as well as Kanyinga seem to see the differ-
ence between the term CSO and NGO in the fact that
the latter are more formalized, at least in the African
context (39, 42). In addition, there appears to be an
understanding in some lower-income country contexts
that NGOs receive funding from international/ foreign
donors, making them dependent on their agenda [54].
In China, the establishment of NGOs is under state
control. This not only gives a formal connotation but
also affects their mission, structure and activities, as
well as funding; these “government-organized nongov-
ernment organizations” do not receive foreign financial
support (55).

Community

The term community can broadly be described as a
group of individuals that have something in common;
this can be merely the place where they live, but it
can also be race, ethnicity, age, occupation, a shared
interest or affinity (such as religion and faith) or other
common bonds, such as health need or disadvantage
(56-59]. These different characteristics indicate that an
individual can be a member by choice - when joining an
association voluntarily or by virtue of their characteris-
tics, such as age, ethnicity or residence (460]. Connota-
tions that are linked to the term of community include
bonds, trust, social cohesion and relationships (61).

Chapter 1 - Participation: a core instrument for voice, agency and empowerment

11



<hs
gl

Community-based organizations, community
organizations

Greer et al. (34] list different types of community organi-
zations (which they use interchangeably with communi-
ty-based organizations):

faith-based community organizations; ldentity-based
community organizations; Local community organiza-
tions; Social community organizations; Health condi-
tion-related community organizations (patient groups,
support groups). Community-based organizations are
more grassroots and local in their action, and therefore
may not have the sophisticated structures and networks
needed to
community-based organizations play an important role
in initiating collective citizen action and influencing the
development of a thriving civil society (54).

raise and maintain resources. Overall,

Terms related to modalities of
engagement

Citizen participation

The term citizen participation seems to be used partic-
ularly in countries which are on their way to increased
democracy, where citizen participation is the next step
after citizen movements where the latter’s purpose is
principally to challenge the status quo and make way
for reform (48, 62). There may be a slight connotation of
confrontation (63, thereby distinguishing it from com-
munity participation (see below).

Public consultation

Public consultation is the process of gathering informa-
tion from the public, initiated by policy-makers in the
context of the handbook (45, 64). The main objective of
public consultation is gathering information, with an
insinuation that this is for policy purposes if the initi-
ator is the government. Public consultations are often
described as a mainstay of democracy since listening

and responding to the public’s voice and concerns is at
the heart of democratic ideals (45, 65).

Participation, public participation

Participation is often used in relation to democratic
ideals as well as empowerment (63). Public participation
in (health) policy is viewed as a process by which the gov-
ernment actively seeks out the public’s views and inputs
with regard to a decision or a way of civil society to influ-
ence the political agenda (66). According to Abelson and
Eyles and Abelson and Gauvin, participation can range
from being passive in nature, where inputs are sought, to
a more active involvement of citizens in decision-making
(66, 67). The main objective of participation for civil
society seems to be to hold the government accountable
for their obligations towards the population, while for
governments the objective is to increase stakeholders’
ownerships and to improve responsiveness and uptake
of policies (45, 64, 67). Another important aspect of par-
ticipation as highlighted in the literature is the focus on
marginalized and minority groups, as it allows the popu-
lation that has been excluded from political processes to
be included in planning, research and action in the health
sector (63). Participation therefore often also has a com-
ponent of empowerment, as it weighs the input from
members of the public equally with expert inputs (63).

Public engagement

Rowe et al. use public engagement as an overarching
term for the full spectrum of the ways in which a gov-
ernment can involve civil society in policy-making. This
can be one-way public communication to convey infor-
mation from the government to the public; it can be a
public consultation with the mere purpose of gathering
information from the public; or finally, the involvement
can include more active participation in decision-making
(see the sections of each term for more detail) (64). It is
therefore the directional flow of information that distin-
guishes the forms of public communication from public
consultation and public participation. Catt and Murphy
pose the question as to who should be consulted - the
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general public or a particular community, who rep-
resents each particular group’s perspective and inter-
ests and how should the representatives be chosen (65).
This question applies to all processes where input from
civil society is sought.

Community engagement, community
participation

The literature describes community engagement
broadly as involving communities in decision making
and planning (59, 68). Examples include needs assess-
ment, community development, planning, design, devel-
opment, delivery and evaluation (58). Some authors
go a step further by using the terms collaboration,
partnership and power sharing (60, 69). According to
Williams (48], community engagement has become syn-
onymous with legitimate governance. The WHO makes
a clear difference between community engagement
and community mobilization and considers community
engagement as the process of developing relationships,
which then allow for working together (57). While most
of the sources use the two terms community engage-
ment and community participation interchangeably,
some authors, such as Paul (47), distinguish between
engagement as being initiated by the government or
policy-maker, and participation which is initiated by
the beneficiary or client group with a view of enhancing
their well-being. Similarly, Robertson and Minkler (70)
describe community participation as groups identifying
their needs and establishing mechanisms to meet these
needs.

Overall, community engagement is seen positively as a
powerful tool for bringing about improvements in the
public services (60).

Deliberativeness, deliberative process

There appears to be a close link between participation
and deliberation, where deliberation, or delibera-
tiveness, refers to the provision of balanced, factual
information or, as Blacksher puts it, “democratic talk”

aiming at a fair process that yields public decisions,
which all will view as legitimate (63]. The aim of partic-
ipation in health is often to engage different population
groups in planning or research. By contrast, delibera-
tive processes aim at creating conditions for reasoned
dialogue, i.e. a participant in a deliberative process may
come in with a certain viewpoint but the discussion may
modify that viewpoint to include aspects of feasibility of
implementation, the acknowledgement of opposition
from other groups, and/or an understanding that the
best possible solution for all may not be equal to the
best possible solution for oneself. The assumption is
that this type of dialogue can lead to well-considered
judgements about health issues (63). Abelson et al.
specify that the information provided includes diverse
perspectives to provide the opportunity to discuss a
wide spectrum of viewpoints to challenge competing
moral claims (71).

The terms deliberativeness, deliberative process and
public deliberation are used more often in documented
processes of public deliberation in health which have
been initiated by researchers (71).

In health care, deliberation has been used in developing
policy guidance or recommendations; priority setting;
provision of guidance on ethical or value-based dilem-
mas; assessing risks and determining who should have
decision-making authority (72).

Social participation

Social participation may be the most encompassing
term of any form of participation, which, at the same
time, does not seem to be widely used in the literature
reviewed. According to Chan (55), social participation
means that social actors group their collective poten-
tial to achieve a collective good. Boje in contrast uses
the term more broadly for social activities in everyday
life, ranging from labour market involvement, family
matters, community networks to advocating for dem-
ocratic rights, indicating that it can refer to informal
relations as well as active or passive membership in
formal organizations (73).
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1.6 Participatory spaces: a summary overview

A participatory space is one where people
come together physically or virtually to inter-
act with one another. Various modalities,
techniques, instruments, and methods - often
subsumed under the term ‘mechanisms’ in
this handbook - are used by organizers of such
spaces to foster communication and debate
within the space (64, 66, 74-76). As Rowe and
Frewe note “involvement as widely under-
stood... can take many forms, in many differ-
ent situations..., with many different types of
participants, requirements, and aims..., for
which different mechanisms may be required
to maximize the effectiveness...” (64).

This section’s non-exhaustive overview of par-
ticipatory spaces aims to ensure that hand-
book readers understand the most common
constellations of participation. Methods used
for purely communicating information to and
receiving feedback from a population group,
without allowing a back-and-forth between
participants and/or between organizers and
participants (such as surveys, polls, inter-
views, radio and TV emissions etc.) are not
included here.

The focus of this handbook is on government-
led or steered participatory spaces. The aim
is to gather people together to deliberate on
a policy question or challenge, ultimately to
feed into national health planning and policy
processes. Policy-maker-organizers must
therefore carefully reflect on which mecha-
nisms adequately foster meaningful and sus-
tainable dialogue within the context of their
participatory space, while achieving its stated
policy objectives.

A caveat which merits special emphasis is
that there is no single-best participatory
mechanism available; all have their context

and content-dependent advantages and dis-
advantages but also mechanism-inherent
pros and cons. As always, due consideration
must be given to the needs of the policy ques-
tion and the envisaged participant profiles.
Therefore, employing a mix of mechanisms to
balance out the cons of each single one allows
for a more balanced result. It also helps to
better triangulate and validate findings and
ensure good representativeness (see Chapter
3). Indeed, many of the country examples
examined in this book employ several mecha-
nisms in a longer-term process: for example,
the National Health Assembly in Thailand, the
Societal Dialogue for Health in Tunisia, the
Etats généraux de la Bioéthique in France.

The participatory space labels given below
mask their varied usage by different pro-
fessions and practitioners. The functional
equivalence of similar terms are often difficult
to categorize, and uncertain and/or contra-
dictory nomenclature having led to dissimilar
terms being described using the same term,
or essentially similar terms being described
using different terms. In addition, not all of
these mechanisms are independent from each
other; some might be a stand-alone process for
enabling engagement while other may include
other mechanisms completely or partly (64].

Countries also have differing histories and
traditions. In one setting, the widely used term
in francophone countries états généraux de la
santé can refer to a population dialogue with
large population samples. In another setting
in francophone Africa, the same term is used
for convening a consultation which resembles
a consultative workshop or meeting (74). This
xample further highlights the importance of
recognizing the terminology employed in dif-
ferent languages.
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This section attempts to distill down the
various terminologies into a brief overview
of the different types of participatory spaces
commonly used in health. At the very least, we
hope this overview puts handbook readers on
the same understanding of terms used in this
volume.

In-person, open-for-all forums

The first broad set of mechanisms refers to
in-person, open-for-all forums set up to
reach the maximum number of lay people as
possible. These participatory spaces are often
termed ‘citizen assemblies’, ‘citizen forums’,
‘public hearings’, ‘open-mic events’, ‘town-
hall meetings’, etc. In francophone countries,
the term ‘états généraux de la santé’ (EGS) is
commonly used. Sometimes, the above-men-
tioned terms express the overall participatory
approach to seek societal input, sometimes it
refers to a specific mechanisms used within
one approach.

In essence, such mechanisms aim to capture
the views, needs and expectations of a large
cross-section of the population. The emphasis
is on the large sample size, aiming to capture
diverse and divergent views from many differ-
ent segments of a population. Typically, these
events are open for everyone to take part in.
Interested participants convene in a physical
place such as a conference centre, hotel,
classroom etc. Due to its in-person nature,
these spaces are limited to people living in the
same geographical area. Information about
the open-to-all events are disseminated as
widely as possible in simple not-technical
language; attendance depends on motivating
people to attend and give input (74).

As elaborated upon in detail in this handbook,
how far a specific participatory mechanism
fosters meaningful interaction and dialogue is
ultimately shaped by many factors, including
its format and design as well as overall capac-
ity-building elements available to prepare and
strengthen the participatory space.

Apart from face-to-face dialogue spaces, par-
ticipatory space organizers can take advan-
tage of digital technologies through mediums
such as websites and social media platforms.
Digital mediums help disseminate informa-
tion to a wider public while also encouraging
different users to interact with each other. The
main advantage is the possibility to reach out
to an even wider public than physical face-
to-face events would allow, enabling users
to contribute from the convenience of their
homes or smartphones as per their personal
schedules. Downsides of social media include
limited access to digital technologies by low-
er-income groups and senior citizens, as well
as the anonymous nature of some inputs (75].
Digial media alone is usually insufficient for a
comprehensive and meaningful participatory
approach, yet can play a key role in reaching
out to youth and time-poor working profes-
sionals in a well-reflected mix of mechanisms
which forms a participatory space.

Consultative methods with
attendance by invitation

A second set of mechanisms encompasses
consultative methods, examples being con-
sultative meetings, policy dialogues, stake-
holder consultations, and focus groups. Con-
trary to large-scale engagement mechanisms,
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consultative methods refer to an open forum
for exchange albeit with a smaller and closed,
usually invited numbers of representatives of
population groups and technical experts. The
purpose is equally to inform decision-making
processes, foster participation and buy-in
from key stakeholder groups.

Consultative meetings, policy dialogue, and
stakeholder consultations convene various
stakeholder groups who bring in a certain
expertise and/or a set of experiences in
a particular area. Invited participants are
requested to weigh in with their opinions and
assessment on a specific policy question.
Participants should be carefully selected to
ensure adequate representativeness across
different groups, such as professional asso-
ciations, patient groups, civil society, district
health authorities, interest groups, etc. In an
aid-dependent setting, development partners
are often present to provide input in addition to
government experts. Due to the smaller group
size, discussions can go more into depth on
a technical issue, in comparison with large
groups encompassing a large cross-section of
the population (74).

Focus groups are a well-established method
in qualitative research. Here, a relatively
homogenous group of six-12 people convene
who share similar backgrounds and experi-
ences, differentiating it from general stake-
holder consultations where the pointis to have
different types of people present representing
a variety of views, expertise, and experiences.
Focus groups offer the opportunity for homog-
enous groups to discuss a topic freely and
interactively, which they might not feel com-
fortable to do otherwise. It allows for in-depth
discussions and exploration of divergent
viewpoints, judgments as well as behavioral

insights and beliefs. They are also very useful
to elicit information on tangible and intangible
changes resulting from an initiative. The mod-
erator uses general guidelines and protocol to
help facilitate the discussion while note-tak-
ers record comments and observations which
are jointly reviewed after the focus group
session. Generally, several sessions are held
on the same topic (64, 74, 75).

Deliberative engagement methods

Besides consultative methods, there is a
wealth of so-called deliberative engagement
methods. They also consist of a small group
of carefully selected participants but with a
heavy emphasis on preparing participants
with information and evidence once selected,
and providing sufficient time to reflect on and
‘deliberate’ on the issues at hand. Examples
are citizen panels, citizen juries, planning
cells, consensus conferences, deliberative
polling, scenario workshops etc.

Citizen panels (e.g. health panels) are char-
acterized by a facilitated group setting with
around 12-20 people. Citizen panels may be
given a longer mandate - several months
or a year - to deliberate on various topics at
different points in time. Many panels can also
operate in parallel, each deliberating on a
different topic, with the possibility of rotating
membership to give more people the chance
to take part. Citizen panels can act as a
‘sounding boards’ for governing authorities on
key policy questions, while offering a way to
build long-term relationships (64, 66, 75, 77).

Citizens’ juries are composed of a similar
group size, usually around 12-20 people,
who are randomly selected to become jury
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members. They receive detailed preparatory
information and hear expert and/or witness
evidence in order to then deliberate a matter
amongst themselves at length to reach a
recommendation. This mechanism can work
well when prepared thoroughly with competent
facilitation, with organizers sincere in their aim
of providing a well-rounded information base
representing all viewpoints. It can also promote
consensus building and a ‘common good’
perspective on societal objectives for health,
allowing the development of collective views
to complement individual ones (64, 66, 75, 78].
In France and Tunisia, citizen juries were used
as complementary mechanisms to open-mic
hearings. A similar mechanism are consensus
conferences, developed in Denmark, where a
citizen panel of 10-16 people formulate ques-
tions for an expert panel to respond to in a con-
ference format. This dialogue between experts
and citizens is open to the public and the media.
Similar in design are planning cells, a concept
developed in Germany where deliberations take
place with 25 people divided up into cells of five
people. Facilitated discussions between experts
and citizens take place between and within the
different five-person cells (64, 66, 75].

Deliberative polls, also called deliberative
opinion polls, which are based on traditional
opinion polls methods, include additional
deliberative elements, attempting to model
what the public would think if it had a better
opportunity to debate on a topic. Polling
samples may differ from 50 to 500+ citizens.
Selected participants are polled twice, pre and
post deliberations. In between, participants
are given the chance to deliberate, and experts
present evidence and/or are on stand-by for
deliberats to answer questions. It offers a
structured way to aggregate participant opin-
ions at two different time points (64, 66, 75].

Another mechanism is a scenario workshop.
Workshop participants obtain prior to the
workshop a set of different scenarios, i.e.
short overviews of a possible course of actions
or events, which are then jointly discussed
during the workshop. Unlike the above mech-
anisms, this group of around 30 participants
mix decision-makers, experts and citizens
into one debate. If done well and regularly,
this can foster dialogue, collaboration and
planning activities for future health decision
making (66, 75).

All of these mechanisms emphasize the delib-
erative nature to elicit informed opinions from
lay people and others about a specific health
issue. Deliberative engagement modalities
offer the opportunity to examine a topic in
depth in a safe, non-intimidating environ-
ment, and can introduce new perspectives and
innovative solutions while challenging prevail-
ing habits (e.g. societal views on bioethical
questions).

Formalized mechanisms with fixed
seats for populations, communities,
and/or civil society

The following participatory mechanisms are
more institutionalized and may have a legal
framework behind it: Health Council, Health
committees, district committees, citizen
advisory boards, representation on steering
groups (for example, health sector coordina-
tion committees, Country Coordination Mech-
anisms of the Global Fund for HIV, tuberculo-
sis, and malaria, etc.) and review boards.

Besides one-off events or mechanisms
used at specific points in time as part of a
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mixed-method participatory process, popula-
tion engagement can also be sought through a
set of more conventional, formalized or insti-
tutionalized mechanisms, i.e. patient health
councils, health committees, hospital boards,
steering committee etc. The commonality of
these mechanisms is that certain seats are
reserved for population, community and/or civil
society representatives.

Health Councils, prominently used in Brazil and
Portugal, are permanent political-institutional
structures linked to the administrative system
of a country. They can exist at various adminis-
trative levels, and are related to a policy area,
for example, health. A law provides a foundation
for the council's existence, and determines its
nature, membership composition, as well as the
objectives and the parameters of its structure
and its functioning (75). The Portuguese Health

Council, for example, is the government
advisory body, with the objective of strength-
ening “citizen’s power” in the National Health
Service (79). Six out of 30 seats are fixed for
civil society and patient associations.

Health committees, or district health com-
mittees are usually seen as the intermediary
between the community and district health
authorities and/or the health facility. The
composition may vary, ranging from commu-
nity members, health personnel, community
health workers and local government repre-
sentatives. The same applies for the degree of
empowerment and its functionality; usually,
the committee is involved in identifying locally
adapted solutions in the provision of health
services (74, 75).
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1.7 Handbook case studies

The process of handbook development
included primary data collection in nine coun-
tries under the guidance of the SPTN. The
social participation experience of these nine
countries are referred to repeatedly through-
out the handbook, more so than to other
country examples. A brief summary of each of
the case studies’ focus areas and main find-
ings are thus provided in the following boxes
for readers’ ease of reference.

The case study descriptions offer usefulinsight
into the diversity of experiences moulded by
different country and micro-level contexts and
needs. Clearly, no one-size-fits-all approach
exists for participatory spaces, yet definite
themes emerge which are dissected in detail
throughout this handbook and reflected on in
subsequent chapters.

o
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Box 1.2

Burkina Faso (17

Description of participatory space studied

Government-civil society dialogue spaces
for the development of the National Health
Financing Strategy for Universal Health
Coverage (SNFS-CSU in its French acronym)
were: SNFS-CSU drafting committee, SNFS-
CSU health financing thematic committee
and the steering committee.

The drafting and thematic committees
organized consultative meetings with civil
society groups while the steering commit-
tee had civil society representatives as core
members.

Multiple dialogue options between govern-
ment and civil society, other sectors, and
external development partners were built
into the Strategy development process with
the aim of increasing population ownership
and facilitating subsequent implementa-
tion of the Strategy. A multi-stakeholder
steering committee, chaired by the Ministry
of Health, consisted of representatives of
civil society, the private sector, other min-
istries and international partners. Its task
was to coordinate the development process
with different stakeholders and ensure a
high-quality Strategy.

Study objectives

To understand and draw lessons on the
role of civil society organizations during the
development of a national policy, i.e. the
SNFS-CSU, and evaluate their contribution.
The specific objectives were to assess how
far the participatory spaces available to civil
society were effective in amplifying their
voice in the SNFS-CSU.

Main findings

Equitable access to health care is a major
challenge in Burkina Faso. Thus, the adop-
tion of the SNFS-CSU was seen as a key step
towards UHC. The Strategy development
process kicked off in February 2015 with a
strategic orientation workshop, followed by
several meetings of the drafting committee
and the health financing thematic commis-
sion. A draft SNFS-CSU was presented to
the steering committee in May 2017 and was
finalized in November 2018.

The main case study analysis results were:

» SNFS-CSU development coincided with a
countrywide political democratization
process which facilitated CSOs’ increasing
involvement in the political transforma-
tion of the country. Their role as active
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stakeholders in policy-making processes
thus enjoyed higher recognition in this
context.
In the health sector, where the role of
CSOs was historically limited to service
delivery activities, this led to CSOs starting
to advocate more strongly for better social
protection with universal health insurance,
including payment exemption schemes for
the most vulnerable.

Civil society organizations, however, faced

multiple strategic as well as practical

challenges in contributing meaningfully to
the SNFS-CSU:

- The strategy development process was
less of a political undertaking and had
more of a specialized technical focus,
which kept the process in the hands of
technical ministerial experts.

- Lay civil society representatives without
this specific technical capacity were thus
unable to meaningfully engage in techni-
cal discussions.

- Stakeholder interviews underlined a
perceived lack of civil society expertise
and (technical) capacities.

» Technical skills as well as the ability to
communicate within a hierarchical
context were highlighted as the main
criteria by the Ministry of Health for
selecting civil society representatives to
take part in SNFS-CSU discussions.

> It was felt across the board that civil
society is more of an operational actor
whose contribution would be more rele-
vant in the implementation phase rather
than in the design phase.
Logistical challenges for civil society
participation were numerous: meet-
ings were held in different parts of the
country, with high transaction and travel
costs for civil society representatives;
meetings were convened last minute;
invitations and other relevant documen-
tation were not shared within reasonable
timeframes; dialogue and consultation
spaces were dominated by government
stakeholders, both in numbers and in
hierarchical positioning and speaking
time, etc.
> However, Burkinabe civil society is
growing and umbrella organizations like
the permanent secretariat of non-gov-
ernmental organizations in Burkina Faso
(SPONG) and the National CSO Council
(CNOSC) were founded to coordinate and
strengthen civil society engagement and
to amplify the communication channels
between policy-makers and civil society.

v
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Box 1.3

France (i

Description of participatory space studied

This study examined the culture of ‘health
democracy’ and social participation in
France. Several participatory spaces at
different administrative government levels
were studied, including:

1) In 2018, a large-scale participatory
approach, called °‘Etats généraux de la
bioéthique’ (EGB), was used to obtain soci-
ety’s inputs as a basis for formulating an
official recommen-dation for the revision of
the Bioethics Law (56).

The EGB objective: obtain broad-based input
on nine topics of bioethical relevance with
the orienting question through-out the par-
ticipatory process being: what kind of world
do we want for tomorrow?

The participatory spaces used were:

(i) 271 regional discussion events open
to the general public: Around 21 000
participants took part in various event
formats at different points in time across
the country.

(ii) Online consultation via web site (57).

(i) 154 civil society hearings.

(iv) Citizen jury: 22 citizens aged 18 and
over were selected to provide anonymous

feedback on the bioethics consultation
process and methodology, and to delib-
erate on two topics in depth.

2) Regional Health Agency Supervisory
Board is a formal advisory body of Regional
Health Authorities (RHA) which includes
civil society representatives. The RHAs
were created with the explicit aim of creat-
ing responsive local health policies which
contain population, community, and civil
society input.

3) National Health Conference: As an advi-
sory body under the Minister of Health,
it aims to bring together different health
system stakeholders, with a special empha-
sis on users, professionals and the public.

Study objectives

» To understand how the different social par-
ticipation mechanisms within the culture
of ‘health democracy’ work in France,
with its unique historical background and
participatory space genesis.

» To assess the extent to which population,
community, and civil society voice is
amplified through the various participa-
tory spaces in place.
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Main findings

Spurred by the 2002 ‘Kouchner Law’
affirming patient rights, the last two
decades has seen a slow cultural change
in government health institutions towards
an understanding of social participation as
necessary for health sector development.
However, despite many inroads made,
specialist experts, government cadres,
and health professionals still dominate
decision-making in a technocratic system
that still must make more space for peo-
ple’s voice and experiential knowledge.
The movement towards regionalisation of
public policies in health has contributed
to bringing health decision-making closer
to communities.

Health professional groups enjoy huge
influence in decision-making and this
power base is difficult to call into question
Stakeholders from all sides recognized.
the importance of the legal framework
and budget accorded to a newly-formed
national-level patient association plat-
form (UNAASS in its French acronym)]. It
was seen as a key tool to amplify patient
voice in health decision-making.

» Overall, the EGB was perceived as a huge

success. Reasons which were repeatedly
given for this are:
The mixed-method approach of the
EGBs which helped reach out to a wide
array of French residents.
Health is an accessible subject which
affects and mobilizes all types of people
from all generations.

» Oneimportantdrawback for the EGB where

more effort should be focused on next
time is ensuring better representation of
marginalized and vulnerable groups.

Chapter 1 - Participation: a core instrument for voice, agency and empowerment
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Box 1.4

India (19

Description of participatory spacels) studied

All of the platforms created or strengthened
through the ‘communitization’ pillar of the
National Rural Health Mission (NRHM).
Examples are: ASHA/Village Health Worker
programme, Hospital Management Com-
mittees (Rogi Kalyaan Samitis), community
and local self-governance bodies strength-
ened with access to untied funds, Village
Health Sanitation and Nutrition Committee,
Community-based monitoring processes.

Study objectives

» To (retrospectively) examine the scope of
community participation, the platforms,
systems, and structures for facilitating
community participation, the influencing
factors, the impact of participation, the
successes, and the areas for improvement
of community participation in NRHM.

> To assess the context specific factors that
have contributed to and hindered the
effectiveness of social participation in
advancing the commitment to Universal
Health Coverage.

The National Rural Health Mission was
identified as the object of study because it
was one of the most comprehensive health
programmes in the country, it boasted an

explicit pillar called ‘communitization’, and
emphasized community ownership and
systematic engagement with civil society as
part of its mandate.

Main findings

» The intent of ‘communitization” and social
participation at the state, district, and
local levels in the NRHM marked a sig-
nificant shift towards achieving commu-
nity engagement and participation in the
Indian health system. Spaces and struc-
tures for participation were made availa-
ble through the mission, and people used
these platforms to participate. However,
the effectiveness of these platforms was
limited by leadership, political intent and
capacities. They functioned effectively in
cases where these factors were enabling.

» While the NRHM provided platforms for
social participation, these platforms
were largely limited to service delivery,
and decision-making to a smaller extent.
Therefore, the scope of incorporation of
community voices in planning, govern-
ance, and feedback was more limited.

» Socialparticipationinverticalprogrammes
such as the NRHM does not always lead
to mainstreaming and integration of this
philosophy and approach into the wider
health system.
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Box 1.5

The Islamic Republic of Iran o)

Description of participatory spacels) studied

Civil society networks, call centres, Health
Houses, People’s Participation Houses,
local/regional/national health assemblies

Study objectives

This review of participatory governance in
in the Islamic Republic of Iran took place in
2017 and 2018 within the context of imple-
mentation of the 2014 Health Transforma-
tion